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SCHOOL-AGE CHILDREN: A SELF-DETERMINATION PERSPECTIVE

MYRITA S. WILHITE

ABSTRACT
Hearing parents of children who are deaf face many complex decisions that have
life long ramifications. The first decision is whether or not to pursue cochlear
implantation, which has become a physician preferred intervention recommendation for

deafness. Cochlear implants can provide access to sound that improves auditory

experiences. This provides optimism for the facilitation of academic, social, and
communication development. The problem lies in the variability found in the
consistency of the use of cochlear implants. Non-use and inconsistent use of the device is

related to less than favorable speech, language, and academic outcomes. There is little
understanding of what facilitates or diminishes the successful use of the device.

This narrative research study included an exploration of the lived experience of

seven hearing parents who are raising at least one child with a cochlear implant. Semi
structured interviews were conducted. Self-Determination Theory was used as the
theoretical framework and social constructivism was the interpretive paradigm.
The findings indicated that in six out of seven narratives, the parents’ interactions

and relationships with medical and school personnel in various contexts, did not support
the parents’ basic psychological needs of autonomy, competence, and relatedness.

Recommendations for practitioners include suggestions for creating an environment that

is supportive of all parents’ basic psychological needs. These recommendations include
providing complete, unbiased information to parents of children who are diagnosed with
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deafness, taking the perspective of the patient or parent, treating families with respect,
allowing time to answer parents’ questions, and implementing basic principles of

client/patient-centered care, to help children who are diagnosed with deafness reach their
full developmental potential.
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CHAPTER I
INTRODUCTION
According to the National Institute for Health, approximately two to three babies

out of every 1000 are born with hearing loss (www.nih.gov). Nearly 1,000,000 people in
the United States over the age of five years have severe to profound hearing loss and are

deaf (www.nih.gov). While deafness is considered a low incidence disability, in that it
affects only ^ or 1% of the general population, it impacts every aspect of a child’s life

including communication ability, social development, academic achievement, and family
dynamics (Cole & Flexer, 2015).

Babies who are born without hearing loss have been experiencing the sounds of
the world beginning just months after being conceived (Cole & Flexer, 2015; Kyle &
Harris, 2010; Northern & Downs, 2002). In the weeks and months after being born, the

child listens to all of the sounds in his environment as the auditory and neurological
system work together to efficiently analyze the sounds of speech (Cole & Flexer, 2015).

The hearing child is well on his way to learning to speak, communicate, and learn with
relative ease. However, the child who is born with profound hearing loss will encounter

difficulty learning to talk and communicate. Hearing is the foundation upon which oral
language skills are built. “Most children who are born profoundly deaf or who become
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deaf before the age of three fall significantly behind their normal-hearing peers in their

mastery of the surrounding oral language in its written, read, spoken, and signed forms”
(Svirsky et al., 2000, p. 1).

Developing friendships and relationships with others is important to the overall
well-being of humans (Batten et al., 2013). Children who are deaf, as a group tend to lag

behind their hearing peers in many areas of social-emotional development as well

(Calderon & Greenberg, 2011).
The language deficit that is experienced by children who are deaf can also lead to
academic failure in almost every area, but most surely in reading and mathematics (Kyle

& Harris, 2010). Mayberry et al. (2011) found that regardless of whether children who
are deaf develop speaking skills, or learn to use sign language, the median reading level

for children who are deaf is significantly lower than that of students without hearing loss.
Marschark and Hauser (2008) found that the average person who is deaf typically reads at

a fourth-grade level, even after graduating from high school.
When a child is diagnosed with deafness, and his parents are hearing, the
diagnosis impacts the overall development of the child and secondarily impacts the entire

family, especially the parents. More than 90% of children who are deaf are born to
parents who do not have hearing loss (Feher-Prout, 1996). Hearing parents generally
have had very little exposure to people who are deaf. Therefore, they do not have a

frame of reference for what it is like to communicate with or interact with someone who
cannot hear. Kurtzer-White and Luterman (2003) said, “Expectant parents hold dreams
about their future lives as parents and their child based on assumptions, including the
ability to communicate fully, effectively, and intuitively without barriers, just as their

2

parents communicated with them. The diagnosis of hearing loss may seem implausible”

(p. 233). Most parents create an ideal image in their minds about the life that they will
have with their children. They dream about their child’s future. The diagnosis of
deafness is a threat to the very life they have imagined. These parents experience stages

of “mourning” that is often described in death and dying literature. Families report
experiencing a “Cycle of Grief” that is similar to experiences of those diagnosed with a
terminal illness (Ahlert & Greeff, 2012; Kurtzer-White & Luterman, 2003). Parents

report feeling shocked, anger, denial, bargaining, and acceptance. There is stress
associated with adjusting to the unique needs of raising a child who cannot hear. Parents
are overwhelmed with processing information about hearing loss, hearing devices,

communication methodologies such as sign language, legal issues, and other complex

issues. Jackson et al. (2008) said “Hearing parents of children who are deaf or hard of
hearing may experience many challenges and potential obstacles that affect multiple

areas of family life” (p. 82).

Sipal and Sayin (2013) reported that mothers of children with hearing loss have
reported experiencing depression. Depression seems to be associated with less desirable

parenting styles. The researchers studied 167 families and learned that “Depression was

found to be positively correlated with authoritarian and hostile parenting behaviors” (p.
1106). Mothers who are depressed are more likely to “become mentally disengaged and

to display hostile and irritable behaviors with their children that translates their

depression into less competent parenting behavior” (p. 1108). Findings also revealed that
when depressed parents reported having access to social supports, the level of negative

behaviors towards their child declined. These findings highlight the impact of a child’s
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deafness on many aspects of family life. Henderson and Hendershott (1991) said,

“Because the deaf child is a component of the family system, the deafness belongs not
just to the child but to the entire family” (p. 325).
Kurtzer-White and Luterman (2003) said that immediately following the
diagnosis of deafness, parents are faced with a myriad of complex decisions that are
“formidable and life altering” (p. 234). As parents are emotional and struggling to

understand the concept and ramifications of deafness, they must make complex decisions
that impact the development of the child. One of the earliest decisions that parents need

to make is whether or not to pursue cochlear implant surgery for their child. The parents
also need to decide upon a method of communication for the infant. “The very notion of
needing to be responsible for successful communication can be overwhelming and evoke

feelings of inadequacy” (Kurtzer-White & Luterman, 2003, p. 234). Hearing parents of
hearing children and parents who are deaf with children who are deaf can intuitively

communicate with their children. However, for hearing parents of children who are deaf,
“communication becomes conscious and difficult and often fraught with complex

choices” (Kurtzer-White & Luterman, 2003, p. 235). In deliberating over whether the
family will use sign language immediately to communicate with their child who is deaf,

or to use spoken language only, the parents are exposed to varied opinions about which

communication methodology is best (Most & Zaidman-Zait, 2001). The varied opinions

amongst professionals further complicate the decision-making process for the parents.
The decisions that follow for these parents include choosing schools or educational
options and which rehabilitation services are best for their families.
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The feelings of grief and the tension involved with parental decision making
among hearing parents of children who are deaf are not the same as the experiences of

parents who are deaf who have deaf children. Parents who are deaf are generally pleased
when they give birth to a deaf child (Ahlert & Greeff, 2012). They have extensive

experience in dealing with deafness, a firm knowledge of sign language, and access to
resources of which hearing parents are unaware (Feher- Prout, 1996). The differences
between parents who are deaf and hearing parents serve as the foundation for the contrast
between two models through which deafness can be viewed.
The Cultural vs. Medical Model of Deafness

Deafness can be viewed from a cultural model or a medical model. The cultural

model describes people who are Deaf (with a capital ‘D’) who view their deafness as a
cultural commonality between themselves and others who are Deaf. The lack of hearing
sensitivity is not a disability. People who consider themselves to be members of the Deaf
community use American Sign Language to communicate. While there is variability in

the Deaf community, many culturally Deaf individuals have no desire to use hearing aids,

cochlear implants, or learn to speak (Christiansen & Leigh, 2002). Members of the Deaf
community find the words hearing impairment to be offensive. This is because
impairment implies disability and a need for medical intervention (Reagan, 1995).

The medical model of deafness views deafness as an impairment. Deafness is
defined in audiological terms as a severe to profound hearing loss. The medical model

offers tools and devices to alleviate the effects of hearing loss such as hearing aids,
cochlear implants, speech-language therapy, aural (re) habilitation, and other therapeutic
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interventions for those who choose to improve access to sound, develop auditory skills,
and to ultimately develop oral communication skills (Reagan, 1995).

Cochlear implants (CI’s) presented a clashing of the cultural vs. medical model of

deafness. Spencer et al. (2012) said, “the use of CI’s in the pediatric population elicited

controversy and rancor by some proponents of Deaf culture, who objected to the medical
model of deafness and who felt that deaf people were being subjected to audism and
being denied their cultural identity and affiliation” (pp. 483-484).

This study is not suggesting that Deaf people need or should seek cochlear
implantation. This study explored the experiences of parents who had already decided to

pursue cochlear implantation for their children before this investigation.
Overview of the Science Cochlear Implant Technology
Since more than 90% of babies who are deaf have hearing parents, most of the
parents adopt the medical model of deafness and seek options to help their children hear
and learn to talk (Kurtzer-White & Luterman, 2003). Before 1990, options for children
with profound hearing loss included the use of high powered hearing aids and speech

language therapy. With the use of hearing aids only, children with profound hearing loss
typically acquired language skills at about half the rate of their normal hearing age-mates
(Geers, 2002). However, years of research by engineers, scientists, otolaryngologists,

audiologists, and others led to the invention of the cochlear implant. A cochlear implant

is an electronic device, part of which is worn on the body (usually behind the ear) and
part of which is surgically implanted in the cochlea in the inner ear. The external

component that is worn behind the ear is called a speech processor. When a sound occurs

in the environment, it enters the microphone located in the speech processor. The speech
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processor digitizes the sound and sends it to the internal component where electrical

impulses then travel along the higher auditory pathway to the brain where they are
perceived as sound. Baldassari et al. (2009) said, “Cochlear implants allow for direct

electrical stimulation of the auditory nerve. With respect to sensitivity to sound and
temporal resolution, cochlear implants provide an improved experience for children with
profound hearing loss” (p.114).

The external speech processor and receiver connect with the internal part of the
processor through the use of magnets. There is a magnet on the external receiver that
connects to a magnet that is placed just beneath the scalp (Wilson & Dorman, 2008). The

external processor resembles a behind-the-ear hearing aid.
Cochlear implants have become the preferred intervention for deafness (Archbold

& O’Donoghue, 2007) and its efficacy for treating children with profound hearing loss
“has been clearly demonstrated” (O’Neill, Archbold, O’Donoghue, Gibbin, &

McCormick, 2002, p.14). More than 324,200 people worldwide have cochlear implants.
In the United States, approximately 58,000 adults and 38,000 children have received
cochlear implants (https://www.nidcd.nih.gov/health/cochlear-implants) . Cochlear

implants, unlike hearing aids, can provide access to sound to people who have the most

profound degrees of hearing loss. Cole and Flexer (2015) emphasized that “there is no
degree of hearing loss that prohibits the brain’s access to auditory information if cochlear

implants are available” (p. 12). Wilson and Dorman (2008) said, “The cochlear implant

is the most successful of all neural prostheses developed to date. It is the most effective

prosthesis in terms of restoration of function, and the people who have received a
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cochlear implant outnumber the recipients of other types of neural prostheses by orders of
magnitude” (p. 695).

Additional Parental Stress Related to the Cochlear Implant

Even with the potential for improved communication skills, there are additional
factors that add to the level of stress that parents experience as they pursue the cochlear

implant surgery and navigate school and speech-language therapy. Sach and Whynes

(2005), found that parents reported feeling stress and uncertain about pursuing cochlear
implant surgery. They also report feeling uninformed and pressured to choose cochlear
implant surgery over other options.

Parents seem to have three broad areas of concern about their children who are
born deaf as they navigate the uncertainties associated with cochlear implants: academic

achievement, communication ability, and social development (Most & Zaidman-Zait,

2001; Weisel et al., 2006; Zaidman-Zait, 2007, 2008). Zaidman-Zait (2008) found that
parents were concerned about the academic difficulty experienced by their child with the

cochlear implant, and the lack of understanding by teachers about the difficulty that the

child experiences in class despite having a cochlear implant. For example, many teachers
believe that a child with a cochlear implant has been “cured” of deafness and treats the

child as if he has normal hearing. The teachers are not aware of the many difficulties still

incurred by the child with a cochlear implant due to inadequate or incomplete reception
of sound in many situations (Sach & Whynes, 2005).

Also, parents have reported

feeling overwhelmed with the wide variety of outcomes related to academic achievement

in children with cochlear implants (Marschark et al., 2007).
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Parents are also confused by the variability in outcomes related to the
development of speech and language skills following cochlear implantation. While most

research confirms positive outcomes with communication development following
cochlear implantation (Spencer et al., 2004; Svirsky et al., 2004) other studies have

shown that language outcomes and academic outcomes, vary greatly and depend upon
several factors such as the age of implantation with positive outcomes for children who

receive the cochlear implant at an earlier age (Geers et al., 2008), socioeconomic status
of the families, reflecting superior outcomes for children who have families that have
higher income and higher parental education compared to children from lower income

families and who have parents with less education (Holt & Svirsky, 2008), and gender,
with girls achieving better outcomes in oral communication than boys (Geers et al.,

2009).
Parents also worry about social development after cochlear implant surgery.
Parents want their children to fit in socially at school, to make friends, and thrive. Punch
and Hyde (2011) reported that even though the cochlear implant led to the development
of adequate communication skills, the students themselves indicated a struggle to adjust

and integrate successfully into social situations.

The journey through life with a child who has a cochlear implant entails other
sources of angst for parents. Zaidman-Zait (2008) found that families were troubled by
the lack of knowledge related to the cochlear implants’ overall maintenance. Parents in
the Zaidman-Zait study also expressed concern about the ability of their children to

develop peer relationships and friendships that are enjoyed by children who have normal

hearing. Finally, the parents worried about the time dedicated to communication therapy
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for the child with the cochlear implant. Parents felt as if there was little time left to
dedicate to other children in the family, extracurricular activities, and household chores.
More detailed findings of this study will be covered in the review of the literature.

The Food and Drug Administration (FDA) approved cochlear implant devices for

children in June of 1990. Children can currently receive the cochlear implant as young as
12 months of age (Cole & Flexer, 2015). Svirsky et al. (2004) longitudinally studied
congenitally deaf children for six years and found that when a child receives a cochlear

implant at a young age and is consistent in the use of the device, speech and language
skills are very close to those of his normal hearing aged peers by kindergarten.

Additionally, Geers et al. (2008) found that children who are born deaf who use cochlear

implants have better speech perception than children with the same degree of hearing loss
who used only hearing aids.

There is a phenomenon that is currently being observed in clinical and

rehabilitative audiology. There are vast differences in terms of the benefits received from
cochlear implantation concerning academic achievement, communication skills, and

social development from child to child. The differences in outcomes may be attributed to
variations in the use of the cochlear implant device. Cochlear implants provide the best

access to sound that is technologically possible today, facilitating communication,
academic and social development for children with severe to profound hearing loss.

Families who consistently use the device have generally reported positive experiences
related to their child’s communication ability, and in social and academic development
(Geers et al., 2009; Spencer et al., 2004; Svirsky et. al., 2004). Yet, some children have

the surgery but discontinue the use of the device, others use the device inconsistently
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(Watson & Gregory, 2005; Wiseman & Warner-Czyz, 2018). If the external component

of the cochlear implant is not worn, then there is no connection to the internal, surgically

implanted part of the cochlear implant system. When this happens, the child simply

cannot hear and is functionally deaf. The struggles with reading, math, and everyday
communication will continue due to a lack of sound (Archbold & O’Donoghue, 2007).
Statement of the Problem

Cochlear implants have revolutionized treatment options for children who are

deaf by providing access to sound and improved auditory experiences. Access to sound
provides optimism for the facilitation of enhanced academic, social, and communication

development.
However, not all children who undergo cochlear implant surgery consistently use the

device. There is limited information about what experiences encourage or hinder
continued use of or success with the device. This lack of understanding inhibits health

care professionals from optimizing rehabilitative efforts and makes it difficult to support
parents as they make decisions about the cochlear implant surgery, school, and other life

choices for their child. Lack of understanding about how the cochlear implant fits in the

life of the child also hinders the professionals who are involved with the child’s care,

from providing an environment that supports the maximum, positive developmental
potential of the child.
Purpose of this Study/Rationale

The purpose of this study is to address the gap in the literature by exploring the

lived experiences of hearing parents who are raising children who have cochlear
implants, and to explore their experiences with autonomy, relatedness and competence as
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it relates to the child’s continued use of the cochlear implant device as they navigate
various contexts. Autonomy, competence, and relatedness are the critical components to
Self-Determination Theory which served as the theoretical lens for this research study.
Theoretical Framework: Self-Determination Theory

This study was guided by Self-Determination Theory (SDT) described by Deci
and Ryan (2008) as “an empirically based theory of human motivation, development, and

wellness” (p. 182). SDT “differentiates types of motivation along a continuum from
controlled to autonomous” (Ryan & Deci, 2017, p.3). If a person is acting from the
“controlled” external motivation, such as doing something simply because they were told
to do it, then he will passively carry out the task, because he sees no value in it. If a

person is carrying out a task because of an autonomous decision to do so, they feel fully
invested in the activity, they enjoy the activity, and will participate fully. Autonomous
motivation usually leads to a person engaging in an activity consistently and over a

prolonged period of time. SDT is concerned with how social-contextual factors facilitate
or diminish a person’s journey to satisfy their basic psychological needs for autonomy,
competence, and relatedness (Ryan & Deci, 2017).

Self-Determination Theory describes three basic psychological needs - autonomy,
competence, and relatedness, that are essential for overall health and well-being.

Autonomy refers to an individual doing something that is of their own volition. The
action is voluntary and endorsed by the individual. Behaviors are wholeheartedly
engaged when someone is acting with autonomy (Ryan & Deci, 2017). Competence
refers to feeling effective and having a sense of mastery in an activity. Finally,

relatedness means feeling connected to others. It refers to a sense of belonging and
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feeling cared for. SDT research has been able to use these basic psychological needs to
“examine factors in social environments that facilitate self-motivation and well-being,

and those that thwart initiative and positive experience across diverse settings, domains,
and cultures” (Deci & Ryan, 2002, p. 9).

Self-Determination Theory also suggests that the social context is critical to self
determination and human development. The social context can either support the natural
organismic tendencies and self-determination, or it can be more antagonistic and squelch
the natural tendencies, thereby diminishing self-determination. There is a paucity of

studies that apply SDT to the field of communication sciences and disorders. Yet, the
ability of SDT to predict human actions as they relate to motivation may provide insight

into the issue of the motivation to consistently use cochlear implant technology.
Narrative Design

The search for an understanding of how parents made sense of their world and
experiences with their child with cochlear implants was best accomplished using a

qualitative research methodology. Narrative inquiry was chosen as the qualitative
approach. The narrative or use of stories is how human beings make sense of their

experiences. Stories from the parents as they made decisions about the cochlear implant
surgery, school, and family life as well as their feelings of autonomy, competence, and

relatedness as the decisions were being made, may provide meaningful insight into issues
surrounding cochlear implant use.

Research Questions
The purpose of this study was to explore the lived experience of hearing parents
who are raising a child with cochlear implants. This research examined the fulfillment of
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parents’ basic psychological needs as they made decisions about cochlear implant surgery

and school for their children who are deaf. According to Self-Determination Theory, the

basic psychological needs are autonomy, competence, and relatedness. This research
explored the relationship between the extent to which the basic psychological needs were

fulfilled and the level of consistent use of the cochlear implant device.

The overarching research question that guided this study was: What is the

experience of hearing parents who are raising a child with a cochlear implant? Within this
question are four related questions:
1. To what extent were parents’ basic psychological needs met before, during, and
after the decision to pursue cochlear implants?
2. What were the parents’ feelings of autonomy, competence, and relatedness as
they navigated decisions related to their child’s academic development?

3. How was the satisfaction of parents’ needs for autonomy, relatedness, and
competence related to the consistent use of the cochlear implant device?
4. How have family relationships been altered due to the child’s hearing loss,
cochlear implant, or use of the device?

Significance of the Study
Few studies explored parent experiences with cochlear implants and the

consistency of cochlear implant use using narrative inquiry. Moreover, Self
Determination Theory is rarely applied to research in the profession of communication

sciences and disorders. This research study attempted to begin to fill the gap in the

literature to understand what experiences support or suppress continued cochlear implant

use. The narratives of the parents in this study provided insight into these various
experiences and contexts. This insight shaped recommendations for practitioners that

may facilitate the decision-making process for their families. Moreover, the
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recommendations will hopefully help children who are diagnosed with deafness, to reach

their full communication and academic potential.
Summary
This chapter provided an overview of the academic and communication

difficulties that are encountered when a child is born deaf into a hearing family. The
cochlear implant has expanded and improved the menu of rehabilitation options for

parents who decide to provide their child with access to sound. Having access to sound
has been proven to facilitate a child’s ability to listen and speak. In addition, some
researchers have shown that access to sound also facilitates academic progress for many
children. Despite the benefits associated with cochlear implant use, there are still some

children who do not use the device consistently. Little is known about what facilitates or
diminishes cochlear implant use. Self-Determination Theory was used as the theoretical

framework for this study. The parents’ experiences with autonomy, competence, and
relatedness were explored in this study, as they made decisions about the cochlear

implant surgery, school, and family life. Narrative inquiry was used as the qualitative

research methodology. Parents’ stories provided rich and thick descriptions of their
experiences as they interacted with medical and school personnel. Their stories provided

insight that led to recommendations for practitioners to improve the quality of
interactions with families and support the children with hearing loss so that they can

reach their full developmental potential.
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Definitions
Audiologist—an individual who holds a graduate degree in audiology, state license, and
optional professional certification from the American Speech-Language-Hearing

Association (ASHA) who provides an array of services related to the diagnosis and

treatment of hearing and balance problems (Tye-Murray, 2020)

Audiogram-- a graph of a person’s peripheral hearing sensitivity with frequency or pitch

on the horizontal (x-axis) axis and intensity or loudness on the vertical (y-axis) axis (Cole
& Flexer, 2016)

Auditory-Verbal Therapy—a type of therapy or intervention in which technology,

techniques, and strategies are used to enable children to listen and understand spoken
language, with a primary emphasis on the auditory modality for learning (Tye-Murray,

2020)
Aural Rehabilitation—intervention for persons who have not developed or who are
currently acquiring listening, speech, and language skills (Tye-Murray, 2020)
Cochlear Implant—a biomedical device, part of which is surgically implanted in the

cochlea, and part of which is worn on the outside of the ear that delivers electrical
stimulation to the eighth cranial nerve (auditory nerve) via an electrode array which is
implanted in the cochlear (Cole & Flexer, 2016).
Deaf Culture—indicated with a capital “D” - a subculture of people in society that share

a common language such as American Sign language, beliefs, customs, arts, and history
that is primarily comprised of people who have severe to profound sensorineural hearing
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loss, but do not see their hearing loss as an impairment, but rather a unique common

characteristic of the people within the Deaf community.
deaf (medical) - having a severe to profound sensorineural hearing loss in both ears

Hearing Aid—an electronic device that amplifies and shapes incoming sounds to make

them audible to an ear that would not otherwise detect them (Cole & Flexer, 2016)
Hearing Loss—lessened or loss of hearing sensitivity caused by a disease or damage to
one or more parts of the one or both ears (Cole & Flexer, 2016)

Otologist or Otolaryngologist—a physician who specializes in the diagnosis and

treatment of diseases of the ear; also known as an ear-nose-throat (ENT) specialist (Cole
& Flexer, 2016)

Pre-linguistic Hearing Loss—a hearing loss that is incurred before the acquisition of
spoken language (Tye-Murray, 2020)
Sensorineural hearing loss—often called nerve loss, a sensorineural hearing loss results

from disease or damage located in the inner ear (cochlear or retrocochlear regions);

usually a permanent hearing loss (Tye-Murray, 2020)

Speech-Language Pathologist—a specialist who has a graduate degree in speech and
language and swallowing disorders and specializes in how to alleviate them, and holds a
state license and certification from the American Speech-Language-Hearing Association
(ASHA) (Cole & Flexer, 2016)
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CHAPTER II

REVIEW OF THE LITERATURE

Introduction
Cochlear implants have revolutionized treatment options for children who are deaf
providing access to sound and improved auditory experiences. This access to sound

provides optimism for the facilitation of enhanced academic, social, and communication
development. However, not all children who undergo cochlear implant surgery

consistently use the device. There is limited information about what experiences support
or suppress the continued use of the device. This lack of understanding inhibits
professionals from optimizing rehabilitative efforts. This research study is significant in
that it explored the experiences of parents who are raising children with cochlear

implants. Their lived experiences expressed through their narratives provided insight that
shaped recommendations for practitioners to help children who are diagnosed with

deafness to reach their full potential.
In order to appreciate the complexity of the decision-making process that is

encountered by hearing parents of children who are deaf, this review of the literature
includes an overview of hearing loss, the impact of hearing loss on overall human
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development, an overview of cochlear implants, and presents empirical evidence for

demonstrating outcomes related to cochlear implants on speech and language, school, and

family life. The review of the literature also includes the parental decision-making
process and the stress that accompanies making those decisions. This chapter will

discuss what is already known about factors that impact cochlear implant use, and

identify gaps in the literature where this study might offer insight. Finally, a thorough

explanation of Self-Determination Theory is provided along with an explanation of how
SDT is a useful theoretical framework for examining the interactions and relationships

involving the parents of children with cochlear implants, and how SDT can provide

meaning and insight into those interactions that support or undermine self-determination,
which may be significant to the children's use of the cochlear implant device.
Overview of Hearing Loss

Peripheral hearing loss can be broadly classified by degree and type. In standard
behavioral audiometry, a person wears headphones and responds to a series of tones of
various frequencies or pitches. The degree or severity of the hearing loss is described by
the hearing thresholds, which are the softest levels at which a person responds to the

tones about 50% of the time. If a person can hear and respond to tones at all frequencies
from 0 to 15 decibels Hearing Level or dB HL, that person is said to have normal hearing
sensitivity. Responses from 16 to 25 dB HL, indicate a slight hearing loss, from 26 to 40

dB HL is a mild hearing loss, 41 to 55 dB HL is a moderate hearing loss, 56 to 70 HL is a
moderate to severe hearing loss, 71 to 90 HL dB is a severe hearing loss, and 91 dB HL
and higher is said to be a profound hearing loss (Martin & Clark, 2019). When someone
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has hearing thresholds that are 90 dB HL or more, that person is considered to be deaf
(Gravel & O'Gara, 2003).

The type of hearing loss is determined by the location of the problem or damage
along the auditory pathway (Martin & Clark, 2019). A conductive hearing loss means
that the problem is in the outer ear and/or the middle ear. Causes of conductive hearing

loss include excess ear wax, obstruction in the ear canal, middle ear infection, etc. A
conductive hearing loss is a temporary loss of hearing that usually can be resolved with

medical intervention. A sensorineural hearing loss occurs when there is damage to the
inner ear (the cochlea, auditory nerve, or higher neural auditory centers such as the

brainstem, midbrain, or auditory cortex). A sensorineural hearing loss is permanent
(Martin & Clark, 2019). Sensorineural hearing loss is not just a loudness issue or a
problem of reduced audibility. It may also involve reduced spectral resolution and poor
temporal processing which causes incoming messages to be distorted and poorly
understood (Holt, 2019). Sensorineural hearing loss may also cause problems for a

person who is trying to listen in background noise. Holt (2019) said, “The combined
effects of sensorineural hearing loss on speech perception is far-reaching” (p. 2).
Cochlear implantation is generally recommended for people who have severe to profound

sensorineural hearing loss.
Some causes of sensorineural hearing loss include genetic contributions, prenatal
infection, postnatal infections such as meningitis, viral infections, ototoxic medication,
and the natural process of aging. There is a third type of hearing loss called a mixed

hearing loss (Martin & Clark, 2019). This is a hearing loss that involves a sensorineural
hearing loss with a conductive overlay. An example would be a person who has a
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sensorineural hearing loss due to damaged hair cells in the cochlea, and a middle ear

infection at the time of the audiological evaluation.

Today, most babies have their hearing tested within days after they are born. The

Universal Newborn Hearing Screening (UNHS) program was implemented in 1999 (Tye
Murray, 2020). Before its implementation, children who were born with hearing loss

were typically not identified until the age of two years. The UNHS was reauthorized in

2010 as the Early Hearing Detection and Intervention (EDHI) Act which makes it
possible for families to have access to early detection and early intervention of hearing
loss. Today about 95% of babies born in the United States have a hearing screening

before being discharged from the newborn nursery (Tye-Murray, 2020).
Hearing screening for infants is completed by using electrophysiological tests

where hearing can be objectively measured. One type of electrophysiological test is the

Auditory Brainstem Response (ABR), a test where the infant has several electrodes

placed on the head and wears headphones or earbuds. The test is non-invasive. Clicking
sounds are presented that stimulate neural activity. As the sound from the headphones or
earbuds travels along the auditory pathway, the electrophysiological response is captured
and measured. The infant generally is sleeping throughout the testing procedure. The
screening is automated and designed to provide results on a pass/fail basis. Infants who

fail the newborn hearing screening are referred for more in-depth electrophysiological
testing and behavioral audiometry. The more extensive audiological evaluations will lead
to a definitive diagnosis of hearing loss by severity and type. Parents, then, are likely to

know before they leave the hospital with their newborn baby, if there is a suspected
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hearing problem, and are given recommendations for follow up testing if the child does
not pass the newborn hearing screening.
How the Cochlear Implant Works

The emergence of cochlear implant technology provided hope in being able to
provide access to sound to children diagnosed with deafness. Before one can begin to
understand how cochlear implants have the potential to improve developmental outcomes
for children who are born deaf, it is necessary to have a basic understanding of how
typical hearing works and how the cochlear implant device functions to provide that

access to sound. The following is a brief explanation of human hearing and the events
that lead to the perception of sound through the cochlear implant system. When a sound

is created in the environment, a healthy auditory system directs the sound waves through
the outer, middle, and inner ear. The inner ear begins with the structure that is shaped
like a snail called the cochlea. The cochlea contains thousands of hair cells that move

and are stimulated by the fluid that surrounds them and by the sound waves. This

movement creates an electrochemical reaction that sends signals to the auditory nerve and
higher auditory centers until it reaches the brain where sounds are interpreted.

Deafness is often the result of damaged or missing hair cells in the cochlea. The
cochlear implant is an electronic auditory sensory device that bypasses damaged hair

cells in the cochlea. The electrodes that are implanted in the cochlea respond to sounds
created in the environment and sends electrical signals from the cochlea to the auditory

nerve and finally to the brain. The signals received by the brain are interpreted as sound.
Even though those signals travel similarly through the auditory system that is functioning

without damage, from the cochlea to the brain, the cochlear implant will not replicate the

22

sounds that are heard by people who are hearing. In other words, a child with a cochlear
implant will not hear as clearly as someone who was born without hearing loss. Carlson

(2020) said, “Many recipients initially report that voices sound high-pitched and
mechanical, though sound quality generally improves during the following 3 to 6

months” (p. 1538). Notwithstanding this fact, the cochlear implant has allowed people
who are deaf to have access to sound, which results in accurate discrimination of sounds
that is precise enough to allow the brain to make sense of those signals and use them to

learn to speak and to detect and make meaning of sounds in the environment.

The cochlear implant surgery takes two to four hours and is performed on an
outpatient basis. It is considered to be a safe and effective surgical intervention (Karltorp

et al., 2020; Olsen et al., 2018). The cochlear implant patient recovers at home with

follow-up appointments by both the ear, nose, and throat physician and audiologists as
determined by the cochlear implant medical team (Olsen et al., 2018).
Approximately two to four months after surgery, the patient returns to the
audiologist so that the external speech processor can be programmed or mapped. There
are often frequent needs for mapping of the processor so that it provides optimal

performance based upon individual needs and reactions to sound. The external processor

has become significantly smaller in size since the device was first introduced to the
public. There have also been advancements made to make the external processor
waterproofed so that children can wear the device while swimming or bathing. The
cochlear implant processor technology has been advanced so that patients can use

wireless and Bluetooth technology to change settings, and adjust the volume on the
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speech processor with a cell phone (Carlson, 2020). Cochlear implants are recommended
for people who do not benefit from hearing aids (Eisenberg, 2017; Holt, 2019).
The Impact of Hearing Loss

Hearing plays a vital role in human development. Hearing loss impacts spoken
communication, language development, academic progress, and social development.
Understanding the impact of hearing loss in the various areas of child development is
important since it underscores the significance of optimizing the child’s access to sound.

Flexer (1999) said, “Hearing and listening form the invisible cornerstones of spoken

communication.” Infants and toddlers spend much of their time listening to the sounds of
the environment as a means of learning and obtaining information about their

surroundings. Hearing loss impedes access to sound. Flexer (1999) described hearing
loss as “an invisible acoustic filter” that “distorts, smears, or eliminates incoming sounds”

(p. 6).
The main effect of hearing loss is its impact on verbal language development.

Without intervention, a child with even a moderate hearing loss will have difficulty
learning to speak. Language is crucial for optimal development (Marschark & Spencer,
2016). Research has shown that children with hearing loss typically learn language at a

slower rate than hearing children their same age. Sarant et al. (2009) said, “These

children learn language at only 50%-60% of the rate of children with normal hearing.
Many children will have a language delay of at least one year by the time they are of
school age, and around half have a severe language delay” (p. 205).

Children with hearing loss tend to have impoverished vocabularies (Marschark &
Spencer, 2016; Sarant et al., 2009). Flexer (1999) described the “snowballing negative
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consequences” that accompany hearing loss in children (p.7) by describing how hearing
loss contributes to difficulty making word-sound distinctions and developing a strong
vocabulary. Children who are born with hearing loss tend to have vocabularies that are

smaller in size and less deep relative to semantic knowledge relative to hearing children
the same age (Coppens et al., 2011; Traxler, 2000). Vocabulary development has been

identified as an essential skill for literacy development (Kyle & Harris, 2010; Marschark

& Spencer, 2016)
In addition to having a well-developed vocabulary, phonological awareness has
also been identified as a key skill that is necessary for literacy development (Muter et al,

2004). Ching and Cupples (2015) said phonological awareness “refers to an awareness

or conscious knowledge of the sound structure of a language and/or the ability to

manipulate this sound structure” (p. 48). Phonological awareness involves being able to
separate sounds in words (segmentation), blend sounds in words (blending), and
auditorily discriminating between the sounds in words. This is a difficult task for

children who have severe to profound sensorineural hearing loss.
Several studies have examined the impact of hearing loss on reading ability and
academic achievement in children who are deaf. Mayer (2007) found that 30% of

students who are deaf leave school functionally illiterate. Schirmer and McGough (2005)

reported that the average student who has profound sensorineural hearing loss “gains only
one-third of a grade equivalent change each school year, and deaf students on average

have a fourth-grade reading level at high school graduation” (p. 84). Similar results were

found by Trezek, Wang, and Paul (2010), who identified two persistent general patterns
that have been documented in the literature related to literacy development and children
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who deaf. First, the average 18-year old student with profound hearing loss reads no

better than the average 9- to 10- year- old hearing student. Secondly, there seems to be
an annual growth rate of less than half a grade per year with a “leveling off or plateau

effect occurring at the third or fourth grade for most students” (p. 7). Qi and Mitchell
(2012) summarized historical data over three decades to find trends in academic
achievement among deaf and hard of hearing students. Qi and Mitchell (2012) found the

normative performance levels of deaf and hard of hearing students between the ages of 8
and 17 on reading comprehension subtests of the SAT-9 never exceeded the fourth-grade

equivalent for any cohort from 1974 - 2003. Qi and Mitchell (2012) found that
achievement gaps between deaf and hard-of-hearing students and their hearing peers that
had been reported in the literature almost 100 years ago remained consistent (Pinter &
Paterson, 1917).
To continue with the review of the impact of hearing loss on overall development,

it should be noted that hearing loss may negatively impact social development in
children. Early studies document the importance of social skills in overall well-being.
Bishop and Inderbitzen (1995) found that the quality of children’s peer relationships

contributes to academic success and emotional well-being. Other researchers (McElwain
&Volling, 2005) found that peer acceptance and friendships contribute to the

development of positive self-esteem. Marschark and Spencer (2010) said, “The most

critical social outcome for students is having and maintaining friendships” (p. 80).
Hearing parents of children who are born deaf reported having concerns about the ability

of their child to develop and maintain peer relationships (Punch & Hyde, 2011; ZaidmanZait, 2008). This is mostly due to the difficulty that children who are deaf have with
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language thus making it difficult to communicate their wants, thoughts, and ideas. BatChava and Deignan (2001) said, “A child who has a hearing loss is less able to learn
necessary social behaviors because he or she cannot pick up on some verbal behaviors
(e.g., learning rules or turn-taking)” (pp. 186-187).

In sum, hearing loss has the potential to negatively impact all aspects of
development. Hearing is the foundation upon which oral language skills are built.

Children who cannot hear or speak may also have impoverished vocabularies which can
impact literacy development. Moreover, children who are born deaf may also have

difficulty developing social skills and maintaining peer relationships.
The Impact of Deafness and Cochlear Implants on the Family

The diagnosis of deafness could also affect many areas of family life (Jackson &

Turnbull, 2004). Henderson and Hendershott (1991) said, “Because the deaf child is a
component of the family system, the deafness belongs not just to the child but to the
entire family” (p. 325). Jackson et al. (2008) utilized a qualitative methodology to
examine the experiences of family life with a child who was diagnosed with deafness by

interviewing nine parents. Four of the children wore cochlear implants and four children
wore hearing aids. Five of the children used oral language to communicate, two children

used total communication (a combination of signing and talking), and one child used
American Sign Language. The data revealed a shift in family focus, a negative impact on

family interactions, and a reduction in family and leisure time due to multiple
appointments associated with the hearing loss, cochlear implant, and therapy. Most of the
hearing families talked about feeling a “loss of family balance” (Jackson et al., 2008, p.
86), where energy, focus, and time were now directed to the child who had been
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diagnosed with deafness. In terms of family interactions, families reported that to help the

child diagnosed with deafness improve communication skills, there was pressure to

incorporate language lessons in every aspect of family life. Five of the hearing mothers
in this study also expressed feelings of guilt for spending so much time with the child
with hearing loss, and a lot less time with the hearing siblings. The diagnosis of deafness
also had an impact on the relationships between husband and wife in four of the parents
who participated in this study. Several of the mothers were resentful that the fathers were

not taking a more active role in sharing the responsibilities related to care of the child

with hearing loss. Four parents reported experiencing conflicts in their relationships with

their spouses due to disagreements at times when decisions had to be made. For
example, one parent recalled a time before the cochlear implant surgery when she wanted
her daughter to meet more people who were Deaf and to learn more about Deaf culture.

The father was opposed to the idea. The same father explained that deafness had

consumed the time that he and his wife had together because they spent so much of their

time together talking only about the child’s deafness and the various aspects it had on

their lives.

Deafness may also impact relationships with extended family members. Morton
(2000) defined extended family as including any family member near or far who have a
direct impact on the child and/or the parents. The extended family can be conceptualized
as a system of mutual support and resources (Morton, 2000). Ahlert and Greeff (2012)

said, “Deafness in the context of the hearing family attacks the backbone of the family

structure, namely communication” (p. 402). Even when the child has a cochlear implant,
there is the potential for miscommunication between the child with hearing loss and
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hearing relatives. Extended family members may not be effective in repairing the

breakdown in communication, which can lead to frustration for both the child and family
member. The parent or immediate family member may act as a liaison between the

extended family member and the child who is deaf in trying to bridge the communication
gap (Jackson & Turnbull, 2004).

The extended family also includes the grandparents. Morton (2000) said, “The
grandparent-grandchild relationship can be one of the most important and influential in
the child’s life” (p. 361). Morton said that hearing grandparents, like hearing parents,

may need time to adjust to their feelings of helplessness, shock, and confusion about the
diagnosis of deafness for their grandchild. Morton (2000) conducted an informal survey
that included 10 hearing parents. The content of the questions on the survey was about

the relationship between the parents and the grandparents of the child who was diagnosed

with deafness. The majority of the parents in this study (nine out of 10) reported that the
grandparents were supportive at the time when of the diagnosis of deafness and that the
grandparents continued to be helpful and supportive. Only one parent participant

reported that the relationship with the grandparent seemed to be worse after the child was

diagnosed with deafness. It was recommended that the role of the grandparents be
explored by audiologists and speech-language pathologists in order to support the
extended family. The support offered by the extended family, particularly the
grandparents, can give parents space and time they need to be more effective in their

roles as primary caregivers and decision-makers (Morton, 2000).
Ahlert and Greef (2012) provides insight from one of the few quantitative studies

examining the impact of deafness and cochlear implants on family life by exploring
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resilience characteristics in 54 families of children with deafness in South Africa. They

found that some of the factors that were associated with family resilience included:
adjusting to family time and routines, social support, religion, and a search for meaning
and acceptance of the child’s hearing loss were associated with family resilience. These
factors helped families achieve a “level of adaptation characterized by balance and

harmony” (Ahlert & Greef, 2012, p. 392). According to the researchers, a family that
can adjust to the diagnosis of deafness, and provides support to the child, can positively
contribute to the child’s overall development. This notion of adapting to the diagnosis

and thus contributing to the well-being of the child who is deaf is also supported by other
researchers (Desjardin et al., 2009; Zaidman-Zait et al., 2016).
To summarize, the family as a unit may be affected by the diagnosis of deafness

and cochlear implantation. Spousal disagreement and time-consuming appointments for
the child with hearing loss were found to impact family life. The impact of deafness and

cochlear implantation can also impact family relationships with extended family. The

grandparent-grandchild relationship is significant in terms of the child’s overall well

being. Grandparents may also need time to adjust to the diagnosis of deafness and should
be included as rehabilitation practitioners develop treatment plans for children who are
deaf. Grandparents may be a source of support for families of children who are deaf.

Several factors may be associated with family resilience including adjusting to family
time and routines, social support, religion, and a search for meaning and acceptance of
the child’s hearing loss. Families who are able to adjust to the child’s diagnosis of
hearing loss seem to positively impact the child’s overall development.
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Parental Decision Making for Their Children who are Deaf

Hearing parents of children who are deaf face many complex decisions that have
life long ramifications for both the child and the family. Practitioners need to understand
the parental decision-making process related to cochlear implants to help minimize

negative experiences associated with the process including stress, decision regret, and

difficulty adhering to rehabilitation recommendations (Lipstein et al., 2012). The
decision-making process incorporates personal values, faith, personal beliefs, and the
availability of resources (Lipstein et al., 2012). One of the earliest decisions is whether

or not to pursue cochlear implant technology. Many parents feel pressured to make this

decision in a short period of time (Chang; 2017, Hyde et al., 2010; Viera et al., 2014).
Next, a determination has to be made regarding communication methodologies or how
the family will communicate with the child who has been diagnosed with deafness
(Gravel & O’Gara, 2003). The chosen method of communication is linked to the choice

of early intervention programs and schools the child will attend (Christiansen & Leigh,

2002). The decisions that hearing parents must make as well as some of the factors that
may impact the decision-making process will be discussed in this section.
The Decision Regarding Cochlear Implant Surgery

Universal hearing screening has led to the early identification of deafness. There

is pressure to decide on cochlear implant surgery early. Hearing parents have indicated
that the main reason for pursuing cochlear implantation is their desire for their child to
talk and communicate (Christiansen & Leigh, 2002; Hyde et al., 2010). Early cochlear

implantation is related to better outcomes in speech and language development (Dettman

et al., 2007; Holt & Svirsky, 2008; Niparko et al., 2010, Sharma et al., 2020). In some
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cases, cochlear implantation is being recommended for children younger than 12 months

of age (Eisenberg, 2017; Holman et al., 2013). Neural plasticity may play a role in these
positive outcomes that may be linked to early cochlear implantation (Sharma et al.,
2020).
Neurophysiological studies have shown that auditory stimulation to the brain is

important and “influences the actual organization of the auditory brain pathways” (Cole
& Flexer, 2016, p. 7). The auditory stimulation must occur within a critical period after

the child is born up to about 3.5 years of age (Marschark et al., 2019). This is when the

auditory system has maximum plasticity to sound stimulation (Kral & Sharma, 2012).
After this time, the neurological connections may not develop resulting in a decrease in

neural plasticity with age (Kral & Sharma, 2012; Marschark et al., 2019). Early cochlear
implantation optimizes the auditory system’s ability to acclimate to sounds in the
environment. Kral and Sharma (2012) said, “This is a prerequisite for appropriate
learning. The brain is hard-wired for hearing and learning to listen” (p. 120).
Parents have reported feeling overwhelmed as they made the decision to pursue

cochlear implantation (Sach & Whynes, 2005). Parents reported feeling uncertain. Sach

and Whynes (2005) found that parents felt uninformed, pressured, and even “bullied” by
professionals in deciding to pursue cochlear implantation (Sach & Whynes, 2005). Sach
& Whynes (2005) completed a qualitative study of 216 families of children who were

implanted at the Nottingham Paediatric Cochlear Implant Programme in the United

Kingdom. Sixty-one percent of the parents in this study stated that they were given “no
choice” in the decision to have the surgery, and simply “went along with the referral

decision of the child’s physician and audiologist” (p. 405).
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There are additional factors that further complicate the decision to pursue
cochlear implantation including the possible recommendation for bilateral cochlear
implants and the changing criteria for cochlear implant candidacy. When a child has

bilateral deafness, having a cochlear implant on only one side may not provide the benefit

of spatial characteristics that are available to people who have access to sound from both
sides (Sharma et al., 2020). A benefit of having access to sound from both sides of the

head is an improved ability to locate sounds and improved understanding of speech in
background noise (Appachi et al., 2017; Griffin et al., 2019). Improved hearing in noisy
environments, such as a noisy classroom has important educational implications (Griffin

et al., 2019). Ideally, bilateral cochlear implantation is recommended in cases of bilateral
deafness (Sharma et al., 2020). However, there is a “global discrepancy in terms of the

availability of bilateral cochlear implants” (Sharma et al., 2020, p. 4). One possible

explanation for children receiving one vs. two cochlear implants is funding (Vickers et
al., 2016). Variations in medical insurance in the United States may dictate the
recommendation for unilateral vs. bilateral cochlear implants. Sorkin (2013) found that

there is variability in coverage for bilateral cochlear implants by Medicaid, but children
are covered by Medicaid for unilateral cochlear implantation in all 50 states. Also,

private health care plans are covering bilateral cochlear implants, but coverage varies by
insurance companies (Sorkin, 2013).

Finally, the decision to pursue cochlear implantation can also be complicated due
to the expansion in the criteria for cochlear implant candidacy to include children and

adults with lesser degrees of hearing loss. In some cases, children with severe hearing
loss who use hearing aids may be developing speech, albeit at slower rates than hearing
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children. These children may become borderline candidates for cochlear implantation

and surgery may be recommended (Hyde et al., 2010). When the child is developing
speech and cochlear implantation is recommended, the decision-making process may be

more stressful and complex than it is for parents who have children who are deaf, and
who receive no benefit from hearing aids (Hyde et al., 2010).

Risks of Cochlear Implant Surgery
Cochlear implantation is accepted as a safe surgical procedure that highly
effective for children and adults who have severe to profound sensorineural hearing loss

(Sharma et al., 2020). The published rates of complications vary widely. Surgical

complications, for example, have been reported to occur in as little as 6% to as high as
63% of the cases (Theunisse et al., 2018). The surgery is completed under general

anesthesia. Individuals physiologically react differently to anesthesia under various
conditions. There is a risk of damage to the facial nerve, cerebrospinal fluid leaks,
distortion in the perception of taste, and vestibular dysfunction, which results in dizziness

(Daniel & Bharadwaj, 2019; Theunisse et al., 2018). The cochlear implant patient may
also experience tinnitus and wound infections or other infections such as meningitis

following cochlear implant surgery (Theunisse et al., 2018).
While the initial decision to proceed with cochlear implant surgery is difficult,

complex, and emotional, Christiansen and Leigh (2004) found that more than 50% of the
parents they interviewed reported being pleased with the results. Also, “62% of the
parents wish that their child had undergone implantation earlier because they believe it

would have better facilitated the development of spoken language” (p. 675).

34

To summarize, there is a push to decide to pursue cochlear implant surgery as

early as possible. There are better outcomes for speech and language development the

earlier a child receives the cochlear implant. Early cochlear implantation takes advantage

of the neural plasticity of the brain. The choices of bilateral vs. unilateral cochlear

implants and the expansion of the criteria for cochlear implant candidacy to include

children with lesser degrees of hearing loss further complicate the decision to have the
surgery. There are physical risks associated with cochlear implant surgery, but some
studies show that more than half of parents who choose cochlear implant surgery for their

children are generally pleased with the results.
Information from the Cochlear Implant Team to Parents
Parents have expressed a need for information as they make decisions related to

cochlear implantation (Most & Zaidman-Zait, 2003). However, that information may be
one-sided as it relates to options for people who are culturally Deaf. Research has shown

that parents of children who are diagnosed with deafness receive most of their

information about hearing loss, cochlear implants, and treatment options from medical

personnel: specifically otolaryngologists, audiologists, and members of the cochlear
implant team (Christiansen & Leigh, 2002; Hyde et al., 2010). Since medical

professionals are the primary givers of information, parents are presented with
information that aligns with the medical model and medical views of deafness (Hyde et

al., 2010). Physicians and audiologists are more likely to explain that hearing loss is a

problem, and intervention is necessary. Information related to Deaf culture may not be

shared during medical and audiological appointments. Parents may not learn that many
culturally Deaf people do not view hearing loss as a human deficit. They may not hear
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that many people are Deaf who communicate using American Sign Language, are well-

adjusted, educated, professional, happy people (Christiansen & Leigh, 2004).

By

presenting only one side of the views related to deafness, parents may have difficulty

making an informed decision.

Decision-Making Models and the Parent-Physician Relationship
The cochlear implant team has many interactions with parents as they make
decisions about the cochlear implant. There are multiple office visits scheduled with the
physician and audiologist as the diagnosis of deafness is confirmed and rehabilitation

options are sought. The flow of information from the physician to the parent or patient
will vary depending upon the decision-making model that is being used (Porter et al.,

2018), Decision-making models and the relationship between health care providers,

patients, and parents are often said to occur along a continuum (Lipstein et al., 2012;
Porter et al., 2018). At one end of the continuum is paternalistic decision making where
the physician has the full responsibility and power for making decisions (Chin, 2002;

Lipstein et al., 2012). In this type of decision-making process, the physician and
audiologist are recognized as experts. Chin (2002) described the professional person as

“the guardian who uses his specialized knowledge and training to benefit patients,
including deciding unilaterally what constitutes a benefit” (p. 152). In this manner the
relationship is similar to a “wise and caring father and his child, hence the use of the term

paternalism” (Chin, 2002, p. 152). In a paternalistic decision-making process, the
physician decides what is best for the patient. This style of decision making and patient
physician relationship is highly recognized and has been used for centuries. Some

physicians continue to establish paternalistic relationships with parents and patients. The
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problem with a paternalistic patient-physician relationship is that it compromises

patients’ autonomy (Porter et al., 2018). The patient is expected to trust the physician

and in essence follow the recommendations as they were presented (Chin, 2002; Lipstein

et al., 2012; Porter et al., 2018).
At the other end of the continuum is the informed patient decision-making model

which is patient-driven (Porter et al., 2018). In this type of relationship, the physician
provides the patient with unbiased information, about the diagnosis, effects of the
diagnosis, and information regarding risks and benefits associated with various treatment
options (Chin, 2002). The patient then decides which treatment or medical interventions
are best for their families (Emanuel & Emanuel, 1992). In the informed- patient

decision-making model, the patient has more control over the medical decision-making.

The patient relies on medical experts for guidance, but the practitioner does not dictate
the decision directly (Cuyler & Lomas, 2006). The physician does not spend a great deal

of time discussing the goals and values of the patient in the informed-patient decision
making process. The physician provides information but the patient will be charged with

considering what they want and is then given the freedom to decide. The informed-

patient model of decision making allowed patients to have more autonomy over their
medical treatments. However, some patients felt abandoned by their health care

providers and did not feel comfortable when they perceived that the sole responsibility to
make decisions rested solely on them (Porter et al., 2018).

Between the two extremes of paternalistic patient-physician model decision
making and the informed patient model, lies a model called shared decision-making
where patients or parents and practitioners share in making decisions about health and
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wellness (Porter et al., 2018). Shared decision making acknowledges that the physician
or practitioner brings expertise and understanding to the decision-making process,

however, the patient has their “own ideas, concerns, and values that should be taken into
consideration before a treatment regimen is prescribed” (Taylor, 2009, p. 152). Porter et
al. (2018) said, “ Shared decision-making has been shown to improve patient knowledge,

reduce decisional conflict, and improve satisfaction with the decision-making process” (p
296). Shared decision making has been used synonymously with person-centered care, in

which the individual is treated holistically. The patient or parent’s values and preferences
are “elicited and, once expressed, guide all aspects of their health care, supporting their

realistic health and life goals” (Eklund et al., 2019, p.5). Taylor (2009) said that it is

important for physicians to be able to adapt. Some patients may need a combination of
approaches based on the patients’ lifestyle, individuality, and psychosocial factors in

order to accept and understand the diagnosis, have less stress and decisional regret, and
become fully immersed in treatment protocols to achieve desired outcomes.
In sum, parental decision making regarding cochlear implants may be influenced

by the relationship with the professionals with whom they interact and receive

information. The relationships and decision-making models fall on a continuum from
paternalistic decision making to informed-patient models. In the paternalistic model, the
physician is viewed as an expert. This type of relationship and decision-making model

may result in a biased presentation of information that omits information. Paternalistic
patient-practitioner relationships compromise the parent’s autonomy. The informed

patient decision-making model places the responsibility for the choice of treatment on the

patient, after the provision of information about the diagnosis from the physician. This

38

type of relationship has been criticized by patients and practitioners, as patients feel

abandoned in the decision-making process. Shared decision making lies between the
paternalistic and informed model if they were viewed on a continuum. It allows for an
understanding of the patients’ needs but relies on equal participation and decision making
from the physician. Ultimately, optimal care can be provided if every patient were

treated as an individual with unique needs The patient may require aspects of each
approach presented here. If the treatment approach is focused on the unique needs of the

patient, perhaps optimal outcomes can be realized.
The Decision about Communication Methodology

A communication mode or methodology is “the means by which the child and
family receive and express language” (Gravel & O’Gara, 2003, p. 244). Parents need to
also decide upon a communication methodology that facilitates language development

and allows the child who is deaf to communicate wants and needs with family and peers.
Parents have reported that they received conflicting recommendations from professionals

as they were trying to decide upon a communication method. Christiansen and Leigh

(2002) said, “Perhaps the most significant area in which conflicting advice was received

concerning signing or not signing” (p. 84). Of the 26 parents that were interviewed for

their study, 15 said they received conflicting information regarding communication
methodologies. Christiansen and Leigh (2002) also found that the advice received from
professionals regarding communication modes were presented in “absolute terms” (p.
84).

Communication methodologies can generally be categorized into three major
approaches: oral, manual, or a combination of the two, called total communication (Li et
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al., 2003). The oral approach is generally chosen by parents who choose cochlear

implants and who desire that their child will be able to use sound well enough to develop
spoken language so that they can communicate by speaking, listening, and hearing.

American Sign Language (ASL) is one type of manual communication methodology that

is used in the United States. “ASL is a complete language with a unique set of rules
(visual phonology, syntax, semantic, and pragmatic), which differ from the forms used in

spoken English” (Gravel & O’Gara, 2003). ASL is the formal language of members of
Deaf culture. Finally, Total Communication (TC) is a philosophy that simultaneously

uses various modalities (e.g. sign language, speech, gestures, facial expressions,

lipreading, hearing) to communicate. The goal of Total Communication is to maximize

language development in whatever way is most effective for the individual child. The
communication methodology usually dictates the type of therapeutic intervention used
and in many cases, the school placement as well.

There continues to be a clinical debate related to communication methodology.

Most professionals are either oralists who promote the use of hearing and spoken

language or manualists who promote the use of sign language. Total communication was
introduced to maximize input from multiple, simultaneous methods to enhance effective
communication. Parents sometimes receive biased and conflicting recommendations

from professionals. There may not be one perfect communication methodology for every
child. Individual differences and family values and choices should play a role in the
selection of a communication methodology. The age of diagnosis and involvement of the

family appear to be important factors in communication development as opposed to the
choice of a specific methodology.
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Summary
The many complex decisions that hearing parents of children who are deaf need
to make were discussed in this section. In deciding upon whether or not to pursue
cochlear implants, parents need to weigh surgical risks against potential benefits for

speech and language and overall development. The decision is stressful given the fact
that the diagnosis of hearing loss is made shortly after the child is born, and the most

favorable outcomes appear to be related to early cochlear implantation. Today, parents

also have to evaluate the efficacy of bilateral cochlear implants. Parents seek information

primarily from the physicians and audiologists related to cochlear implants. The flow of
information from the practitioner and the parent may be determined by the type of
relationship that defines the parent-practitioner interactions. While the paternalistic
approach may suppress individual autonomy, the informed approach places responsibility

for the treatment options on the parents after the diagnosis, and other information is

provided by the practitioner. Shared decision making seems to create a person-centered
approach where the physician and patient decide what is best for the patient in a

collaborative manner. There may not be a single approach that will work for every
patient. For the best therapy and medical outcomes, the individual person and their needs

should be considered. Parents need to also decide how they will communicate with their
child who has severe to profound sensorineural hearing loss. Some parents find choosing

a communication methodology very confusing, especially since professionals have strong
opinions as to which method is the best method. There has been a debate for centuries

about which methodology is superior. Most parents who seek cochlear implants will
choose an oral approach since the goal is to maximize the child’s ability to listen and
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speak. The manual method emphasizes the use of sign language. Parents who embrace
Deaf culture may opt for the manual communication methodology. Finally, total
communication incorporates simultaneous use of various forms of communication such
as hearing, listening, lipreading, speaking, signing, facial expressions, etc. Some

opponents of total communication feel that children who are exposed to total

communication are not receiving the complete message in any modality. Researchers

have not identified one specific methodology for overall language gains but instead
reinforce the importance of early identification of hearing loss and family involvement to
facilitate communication development in the child who has hearing loss.

Parental Experiences with Stress Related to the Cochlear Implant

Stress can be defined as “physiological, cognitive, or emotional strain or tension”
(Pipp-Siegel et al., 2002, p. 1). Stress also “refers to the emotion experienced when a

situation is perceived as more threatening or demanding than the person’s resources can

manage” (Plotkin et al., 2014, p.347). Parenting stress can be described as a negative
psychological reaction to the demands associated with being a parent (Zaidman-Zait et

al., 2016). Understanding parental stress as it relates to cochlear implants is important
because parents who exhibit high levels of stress may not be able to effectively guide
their child through the extensive rehabilitation process associated with cochlear
implantation, which could result in diminished gains in language development and

inconsistent cochlear implant use (Quittner et al., 2010; Sarant & Garrard, 2014;

Zaidman-Zait, 2008).
There appears to be some disagreement in the literature as to whether or not
parents of children with hearing loss experience elevated levels of parenting stress
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compared to parents of children without hearing loss. Several researchers have found a
higher level of stress among parents of children with hearing loss (Quittner et al., 1990;

Sarant and Gerrard, 2014; Zaidman-Zait, 2008). For example, Sarant and Garrard (2014)
examined the stress levels of 70 parents of children aged 5 to 8 years, with cochlear
implants in Australia. The parents completed a parenting stress questionnaire. The

receptive language skills of the children were also evaluated. The findings revealed that

parents of children with cochlear implants had a higher level of stress than the normative

population. Parent stress levels for children with cochlear implants and language
outcomes were negatively correlated. The researchers also found that parents of children

with bilateral cochlear implants had significantly lower stress levels than parents of

children who had unilateral cochlear implants. Other researchers have not found higher
levels of stress among parents who have children with hearing loss (Lederberg &

Golbach, 2002; Pipp-Siegel et al., 2002). For example, a study conducted by Pipp-Siegel

et al. (2002), found that 184 mothers of children with hearing loss in the United States, do
not demonstrate higher levels of stress than mothers of children who have normal hearing

sensitivity. The age of the children in the Pipp-Siegel study ranged from 6 months to 5
years. Another finding of the Pipp-Siegel et al. study was that on one subscale of
parenting stress, parents of children with hearing loss indicated even lower levels of

stress than parents of children without hearing loss. One factor that may account for the

difference in outcomes could be related to the difference in the age of the children in the
studies. In the Sarant and Gerrard study, the children with hearing loss ranged in age
from 5 to 8 years compared to 6 months to 5 years in the Pipp-Siegel et al. study. Parents

of children with hearing loss may experience more stress as the child ages. Meadow-
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Orlan (1994) pointed out that the full impact of childhood deafness is felt by parents as

the child enters school, “when the communication gap between children who are deaf and
those who are hearing becomes more evident” (p. 91). Other factors have also been

associated with parenting stress levels and may account for some of the variations in

finding when comparing stress levels of parents who have children with hearing loss to
parents who have hearing children. These factors include the low socioeconomic status

of the family, lower education level of the mother, and single parenthood that are
associated with higher levels of parental stress in general (Hanson & Hanline, 1990).

While there are discrepancies in the literature as to whether parents of children
with hearing loss are at risk for demonstrating higher stress levels than parents of children
who do not have hearing loss, there is evidence of “potential stressors linked specifically

with parenting a child with a cochlear implant” (Zaidman-Zait, 2008, p. 140). Moreover,
Hsiao (2018) said, “Parents of children with disabilities often experience a higher level of

stress than parents of children without disabilities, regardless of categories of disabilities”
(p.201). Zaidman-Zait (2008) examined parental stress among 31 hearing parents (26

mothers and 5 fathers) who had children with cochlear implants within the context of day
to day activities. A second aim of the study was to investigate interpersonal relationships
that were used to help parents cope and collaboratively solve everyday problems.

Zaidman-Zait (2008) said, “Collaborative problem solving could have various functions
that could serve as a pathway to successful parental involvement and commitment in

rearing a child with an implant” (p.140). The age of the children with hearing loss in the
study ranged from 12 months to 13 years. Data collection in the first part of the study

included one open-ended question and three separate questionnaires. First, parents were
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asked to answer an open-ended question that required them to describe in detail, the types

of everyday problems they encountered within the context of parenting a child with a
cochlear implant. Parents also rated how stressful they perceived each problem to be on a

seven-point scale from (1) a minor annoyance to (7) an extremely stressful event. The
results revealed that parents reported an average of 4.65 everyday problems that were

encountered in raising a child with a cochlear implant with a mean level of associated
stress of 4.54. The content analysis procedure yielded 137 problems across nine domains.
Parents listed the following everyday problems listed below in descending order of

frequency.
•

Implant drawbacks: More than half (58.1%) of the respondents were concerned

about technical difficulties in equipment maintenance, and troubleshooting the
cochlear implants. Parents reported feeling frustrated by the lack of technical
training to complete the repairs successfully and expeditiously. The parents were

also frustrated that the children could not hear when the implant malfunctioned.
•

Communication difficulties: 38.7% of the parents reported that communication

problems between their children and themselves were major sources of the
everyday difficulty. There was frequent frustration reported related to the
miscommunication that occurred between parents and the deaf child daily.
•

Child’s behavior and character: Child’s behavior problems associated with
typical development such as the “terrible twos,” caused daily stress for 35.5% of

the parents. It was reported that the inability to hear seemed to exacerbate the
overall parenting problems of disciplining children who are “misbehaving.”
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•

Socialization: Slightly less than one-third (29.9%) of the parents expressed worry

about the lack of peer relationships among their children with hearing loss.
•

Habilitation demands and parenting roles: 25.8% of the parents expressed
concern related to the amount of time that was required for speech-language and
auditory rehabilitation therapy. Parents sometimes felt that the amount of time
spent in therapy took away from other childhood activities such as chores and

sports.
•

Financial difficulties: 22.6% of the parents were often covered by medical

insurance for payment for cochlear implants, however many parents reported

considerable additional expense that they incurred for replacement parts, travel to
medical and audiology appointments, and access to habilitation services. The

costs for some families was overwhelming.
•

Services: 19.4% of the parents reported difficulty accessing needed support
services.

•

Educating others and/or advocacy: 19.4% of the parents reported that because
hearing loss is a low incidence disability, there is a constant need to educate

people on hearing loss and cochlear implants. Parents reported that even teachers
sometimes needed additional information.
•

Academic concerns: 9.7% of the parent participants expressed deep concern

about their child’s academic performance.
In terms of collaborative relationships that helped parents solve everyday
problems,
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Zaidman-Zait (2008) found that parents most frequently cited professionals (90.3%),

followed by a spouse (80.6%), other parents of children who are deaf (48.4%), family
members (38.7%), and friends (32.3%). The results of the Zaidman-Zait study also
suggested that parents’ satisfaction with their lives is strongly impacted by parenting-

related stress, which encompasses perceived feelings of incompetence, a sense of having

a lack of support, and the presence of depression. Identifying specific contexts in which
parents experience stress in day to day activities can be viewed as a place from which to
begin a discussion with parents of children who have cochlear implants as they adjust to
life with the device. An understanding of stress related to parenting a child with a
cochlear implant may improve the relationship between the parent and the cochlear

implant therapy team and may enhance overall rehabilitation outcomes.
To summarize, research findings have differed in the literature relating to whether

or not parents of children who have cochlear implants have higher levels of stress

compared to parents of children who do not have hearing loss. Zaidman-Zait (2008)

found that parents experience stress while interacting in everyday activities that included
manipulating technical aspects of the cochlear implant, worrying about the child’s

communication ability, and concern over the child’s ability to initiate and maintain peer

relationships. The cochlear implant rehabilitation team needs to understand areas where
parents may feel high levels of stress. The practitioners can then provide support and
information to assist in elevating the parents’ perception of competence, and perhaps

lower the level of stress to positively impact therapy outcomes and overall quality of life.
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The Impact of Cochlear Implants on Language Development

Cochlear implants are widely accepted as a treatment of choice for children who

have severe to profound sensorineural hearing loss. The benefits of cochlear implantation

in children have been widely studied. An important measure of a child’s success with the
cochlear implant is how a child’s experience with the device impacts their ability to learn
language (Fink et al., 2007). Parents have indicated that their primary reason for deciding

to pursue the cochlear implant was to improve the likelihood that the child would develop

spoken language (Christiansen & Leigh, 2004). Therefore, a review of the literature

related to language outcomes will be highlighted in this section.

A large scale research study on language outcomes was initiated by a group of
researchers called the Childhood Development after Cochlear Implantation (CDaCI) team
(Fink et al., 2007). Their investigation was a prospective study of spoken language
outcomes in children who received cochlear implants (n = 188) before the age of 5 years

and compared the outcomes to a control group of (n = 97) hearing children. The
investigators collected longitudinal data collection from six cochlear implant centers in

the United States. Receptive and expressive language skills were evaluated in the

children were evaluated at six- and 12 month intervals the first year and then annually
after that for three years. Findings indicated that cochlear implantation is associated with

significant improvement in comprehension and expression of spoken language over the
first 3 years of implant use. The development of spoken language was positively

associated with younger age at implantation and greater residual hearing before
implantation. On average, results also revealed that gaps in spoken language development
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between normal-hearing children and those who underwent implantation were not

eliminated in the 3 years that data was collected.
Niparko et al. (2010) identified other possible factors that may impact language

development. They found that maternal engagement in early communication was

associated with increased development of spoken language skills. Socioeconomic status
also seemed to play a role in language performance. Higher family income was

associated with better language performance. Niparko et al., (2010) said, “The notion that

children reared in disadvantaged environments may have fewer early experiences that are
associated with optimal language development may extend to children undergoing
cochlear implantation” (p. 1505).
Questions within the research community had been raised as to whether or not the

benefits in spoken language that were presented in groups of young children with
cochlear implants, would be maintained in comparable groups of children who had worn
cochlear implants for a longer time. Spencer et al. (2004) examined long term outcomes

for several areas that included speech perception and production in 27 children with
cochlear implants. The participants had been among the first groups of prelingually deaf

children who received cochlear implants at the University of Iowa Hospitals and Clinics
between 1987 and 1995. At the time of the study, the cochlear implantees were “either in

10th grade or 16” years old (Spencer et al., 2004, p. 1577). The average age of cochlear
implantation was 6.4 years. All of the participants were negative for co-existing medical

conditions. Moreover, the participants received their education in a mainstream, public

school setting, using the support of a sign-language interpreter in the classroom. In the
area of speech perception, the average percent of words identified correctly without
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visual cues (by listening alone) was 70%. Regarding speech production, the average

number of phonemes (speech sounds) produced accurately in a short sentence was 79%.
There was a strong and significant correlation between speech perception and speech
production (Pearson r 0.78, P <.0001). Children who scored higher on perceptual tasks

also achieved higher accuracy levels for speech production. Achievement test results

indicated these participants obtained mean scores on standardized tests of academic
achievement that were equal to or above their normal-hearing peers.
Other researchers found positive language outcomes in children who underwent
cochlear implant surgery. Geers et al. (2009) for example, examined language outcomes

in 153 children who received cochlear implants. The children were between the ages of

five and six years of age. All of the children had worn cochlear implants for at least one
full year and had been enrolled in early intervention programs that focused on oral

language development. The results indicated that about half of the children in this
sample demonstrated spoken language standard scores within the average range. Geers et

al. (2009) stated, “These data suggest that children with cochlear implants can be

expected to achieve spoken language levels that closely approach those of their hearing
age-mates by the early elementary school years” (p. 383). The study also found that
some children with cochlear implants continued to struggle with other aspects of

language such as syntax and morphology. Another finding from this study was that the
regression analysis found that four predictor variables of non-verbal intelligence quotient,

gender, age at implantation, and parent education level, have unique and statistically
significant relationships with expressive vocabulary (indicated by a p-value of < .01 for
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all predictors). Collectively, these four predictor variables accounted for 36% to 43% of

the variance in language outcomes.

The impact of the age at the time of cochlear implantation was studied by Svirsky

et al. (2004) who longitudinally examined 75 congenitally deaf children for six years.
The researchers used a technique called Developmental Trajectory Analysis or DTA to
compare curves that represented a change in outcome measures over time. The outcome

measures or developmental trajectories in this case was for language development and
speech perception outcomes. The 75 children were divided into three groups. Twelve

children in the first group received the cochlear implant during the second year of life, 34
in the second group received the implant in the third year of life, and finally, 29 in the

third group received the implant after 48 months of age. The results indicated that there

was an advantage of 5.7 months for the children implanted during the second year of life

compared to those implanted later, in the third year of life. Overall the results showed
that when a child receives a cochlear implant at a young age and is consistent in the use

of the device, speech and language skills are very close to those of his hearing aged peers

by kindergarten.
The Impact of Cochlear Implants on Literacy Development

The development of strong literacy skills is essential in order to function in a
technological global society. Literacy levels of the people of various countries around
the world are used as indicators of overall well-being (Mayer 2001). Illiteracy is often

correlated with poor health outcomes, low salaries, and low self-esteem (Halladay et al.,
2017). Poor literacy skills then is a threat to overall well-being.

It is generally accepted that cochlear implants improve speech perception, speech
production, and overall language skills for children who have severe to profound
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sensorineural hearing loss (Marschark & Spencer, 2016). Research has shown positive

outcomes for children with cochlear implants as it relates to the production of language

(Baldassari et al., 2009; Geers et al., 2005; Niparko et al., 2010; & Spencer et al. 2004).
There is a strong positive relationship between spoken language, and literacy

development for hearing children (Halliday, 1993). Due to the existing body of literature
providing evidence that cochlear implants are associated with improved language
outcomes and vocabulary development, it is logical to expect that literacy outcomes

would show improvement as well (Marschark & Spencer, 2016).

The difficulty that children who are deaf face in learning to read have been well

documented (Mayer, 2007; Traxler, 2000; Trezek, Wang & Paul, 2010). The unchanging
statistic of children who are deaf graduating from high school reading at a fourth-grade
level has been repeatedly documented since the early 1900s. With technological advances

in digital hearing aid technology and cochlear implants, the expectation is to find

straightforward evidence that literacy outcomes like those related to speech and language
outcomes are significantly improved with the use of cochlear implantation. This has not

been the case (Marschark & Spencer, 2016).

Marschark and Spencer (2016) stated, “One reason why the evidence is not clear
is that many different factors in relation to cochlear implants are likely to affect literacy
outcomes for deaf children” (p. 410). There are several variables including visual

perception, the existence of a supportive learning environment, and level of cognitive

ability that could impact reading and academic outcomes (Marschark & Spencer, 2016).

These various factors have led to variability in the literature concerning literacy

development following cochlear implantation.
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Some studies indicate that cochlear implants may facilitate literacy development
(Hayes et al., 2011; Mayer et al., 2016). The reading and writing skills of 33 children
with cochlear implants in England were examined by Mayer et al., 2016. The children

ranged in age from 9 to 16 years. The majority of the children were mainstreamed and

85% of these children used an oral communication methodology. Mayer et al. (2016)
found that 88% of the 33 children with cochlear implants were performing at or above

grade level in reading. The results were not as favorable for writing where they found
that only 44% were achieving at or above grade level.

Other researchers have found that children with cochlear implants continue to

demonstrate lower outcomes in reading ability compared to hearing children the same

age. Edwards et al. (2016) used a between-groups design to compare a group of children
with cochlear implants between the age of 12 and 18 years, and hearing peers on reading,

and auditory and visual short-term memory capacity. The groups were matched for
verbal IQ. The average age of implantation for participants was 3.5 years. 83% of the

participants used spoken language to communicate. The remaining participants used a

combination of spoken language and sign language to communicate. The findings
showed mean standard scores within the low average range for reading ability for the

children with cochlear implants compared to their hearing age mates. The authors noted
the late age of implantation may have accounted for the high proportion of participants

whose reading scores were below their hearing age mates.
Another study had similar findings of subpar reading outcomes for children with

cochlear implants (Vermeulen et al., 2007). Reading competence was examined by

assessing reading comprehension and visual word recognition in school-aged children.
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There were three groups of participants: children who were deaf and who had used
cochlear implants for at least three years, children with severe hearing loss who used

hearing aids, and children who were hearing. Findings included reading comprehension
scores of the children with the cochlear implants that were significantly better than the

children without implants. However, the reading comprehension scores of the children in
the cochlear implant group, “substantially lagged behind” the scores of the group of

hearing children” (Vermeulen et al., 2007, p. 299).
There was one factor that may have impacted the outcomes. The etiologies

associated with the hearing loss for the children in this study were listed and included
Waardenburg syndrome, Usher syndrome, cytomegalovirus, and rubella. While the

researchers did not specifically list that the children had additional diagnoses, all of the
etiologies listed carry multiple secondary characteristics. For example, rubella,

commonly known as German measles has associated characteristics that along with

profound deafness could also include heart problems, intellectual disability, and loss of
vision. It is difficult to know whether or not the deaf children with these specific
etiologies also demonstrated known secondary characteristics that may have impacted the

scores.

Overall, there is variability in the findings of the literature as it relates to literacy
development. Some research studies have found that children with cochlear implants are

demonstrating literacy skills that are at least approaching the reading level of children

without hearing loss. Some studies found that children with cochlear implants lag

significantly behind their hearing age mates. However, none of the studies had findings
that were similar to the early literacy findings indicating that a high school graduate who
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is deaf will not exceed a fourth-grade reading level. There does appear to be an
improvement in literacy development for children who are deaf on the horizon.
Researchers also express caution about overgeneralizing positive academic
outcomes for children who receive cochlear implants. Marschark, Rhoten, and Fabich

(2007) said, “even if children with cochlear implants frequently surpass deaf age-mates

who have hearing aids and similar hearing losses, implants do not guarantee reading and

other academic skills comparable to hearing age mates” (p. 277). Other factors that may
affect outcomes of cochlear implant use include the age of implantation, cognitive ability,

co-existing disorders, mode of communication, type of early intervention, socioeconomic

status, and family environment (Daniel & Bharadwaj, 2019).
Consistency of Cochlear Implant Use
The sounds from the environment can be sent to the auditory nerve of a cochlear
implantee only if the external portion of the device is worn. The external magnet must

connect with the magnet under the scalp so that the signals can be sent across the scalp to
the implanted electrode array, auditory nerve, and finally the brain that interprets the

signals as sound. If the child is not wearing the external speech processor and transmitter
coil, then the transmission of the signals is lost. The child will not be able to hear and is

deaf. The potential, then to make use of the access to sound to facilitate language
development, academic progress, and the development of social skills is lost.
Wie (2007) found that daily cochlear implant use was the most important
predictor of speech recognition ability in the 79 children participants in her study of

cochlear implantees in Norway. Wie (2007) found that the cochlear implant user with the

longest everyday use-time had the best speech recognition test scores. The simultaneous
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multiple regression model used for analysis accounted for over 50% of the variance.

Other predictors of variations in speech recognition included non-verbal intelligence,
mode of communication, time of cochlear implant experience, and finally the educational

setting. These findings suggest that inconsistent device use is associated with poorer
speech perception performance in children who use cochlear implants.
Defining Consistent Cochlear Implant Use

There is some discrepancy in the literature in terms of what constitutes full-time
device use. Archbold et al. (2009) used categories of cochlear implant use that included:
all of the time (as full-time use): most of the time, some of the time, and none of the time.

Other researchers use 8 or more hours each day is full-time or “regular” cochlear implant

use (Contrera et al., 2014). Still, others consider full-time device use to be between 8 to
10 hours each day (Wiseman and Warner-Czyz, 2018); and finally, others use the criteria

of wearing the cochlear implant device during all waking hours, as an indication full-time
cochlear implant use (Fryauf-Bertschy, 1997; Spencer, et al., 2004). The total time of all

waking hours can easily vary from one individual to the next. These methodological
differences in defining full-time cochlear implant use make it difficult to clearly describe

the extent and prevalence of inconsistent cochlear implant use.

Factors that May Contribute to Inconsistent Cochlear Implant Use
Non-use or inconsistent use of the cochlear implant device has been attributed to

several factors including having the cochlear implant surgery at an older age (Archbold et

al., 2009; Spencer et al, 2004), poorer speech perception with the cochlear implant device

(Fitzgerald et al., 2013), choosing a communication methodology that does not promote
oralism (i.e. sign language), attending a specialized school (e.g. school of the Deaf)
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(Archbold et al., 2009), the presence of additional diagnoses (i.e. autism spectrum

disorder, cerebral palsy); lower maternal education (Marnane & Ching, 2015), and lower

socioeconomic status.

Children who receive the cochlear implant device at a younger age seem to wear
the device more consistently than children who are implanted at an older age. Contrera et

al., (2014) recruited 402 cochlear implant patients from the John Hopkins Listening

Center. They found that the participants wore their implant at least half the day on
average, with a mean use time of 12 hours a day. Contrera et al., (2014) reported that

younger age at implantation was associated with lower rates of discontinuing regular
cochlear implant use. The most common reasons for discontinuing the use of the cochlear
implant were “poor hearing benefit, social pressure, and recurrent displacement of the

transmitter coil” (p.427).
Similar findings were reported by Spencer et al., (2004) who found that 89% (24)

of the participants in their study reported seven years of consistent device use (8 waking

hours or more). Of these 24 individuals, 71% remain as consistent after seven years, 29%
(7) of the participants reported that they had become inconsistent users and tended to
wear their devices for only 6 hours per day for specific classes or other specific needs.

There were three (11%) participants who became nonusers of the cochlear implant device
within the first three years after the surgery. The participants who became nonusers

underwent cochlear implant surgery at ages 9, 11, and 12 years of age. It was reported

that two of the three children had a home environment that required social service

intervention. Spencer et al. (2004) also found that participants who were inconsistent
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cochlear implant users as young children established a prolonged pattern of inconsistent
cochlear implant use in the teenage years.

Archbold et al. (2009) found that in their subject pool of 138 pediatric cochlear
implant users in the United Kingdom, 83% (115) used their implants full time, as
reported by their parents. Twelve percent (16) wore their devices most of the time, 2%

(3) used their devices some of the time, and 3% (4) were non-users. Archbold found that
92% of children who received the cochlear implant earlier (before the age of 5) used their

devices full time. Education placement ad communication mode were also significant

factors in whether full-time cochlear implant use occurred. The children who were non

users of the cochlear implant device all used British Sign Language to access the
curriculum. Archbold et al. (2009) said the children who were non-users of their devices

had “complex issues at home noted by the implant team.”
Inconsistent cochlear implant use may also be attributed to the perception of
minimal benefit of the device by the child or the parents. Fryauf-Bertschy et al. (1997)

said that most of the children in their study who were minimal users of the cochlear

implant device demonstrated inconsistent patterns of cochlear implant use “from the time

of the initial stimulation” (p. 195). The researchers went on to say that “Some children
and their parents could not sustain interest in and support for wearing the cochlear

implant device when the benefit was minimal” (Fryauf-Bertschy et al., 1997, p. 195).
The reports of complex home issues and loss of interest in using the device points to the

possibility of existing psychosocial needs that may need to be addressed to facilitate
cochlear implant use.
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Other researchers have found that consistent cochlear implant use may be related
to having no co-existing diagnoses and a higher level of maternal education. Özdemir et

al. (2013) who found that limited users and non-users of cochlear implant technology in
their study of 462 patients in Turkey included 12 patients who had comorbid medical

diagnoses including autism spectrum disorder (three patients), multiple handicapped/

cerebral palsy (two patients), moderate intellectual disability (three patients), attention
deficit/hyperactivity disorder (one patient), and learning disability and lack of family
interest (one patient). For the remaining two patients, both had ossified cochleas due to

meningitis. One of the patients had the diagnosis of an ossified cochlea along with a

learning disability and the other had autism spectrum disorder. The overwhelming

majority of the patients were successful full-time users of cochlear implant technology
(450 patients).

Marnane and Ching (2015) examined hearing aid and cochlear implant use in

children at three years of age. Four hundred thirteen participants participated. Two
hundred ninety-seven were hearing aid users, and 116 were cochlear implantees. Higher
daily device use for the cochlear implant group was associated with the absence of
additional disabilities and a higher maternal education level.

There was a small qualitative study conducted in the United Kingdom by Watson
and Gregory in 2005 that has particular relevance to my research study because they

discussed the relationship between the parents and the cochlear implant team as they
examined non-use of cochlear implants in seven children and their parents. The children

had received their cochlear implants from 6.9 to 10.3 years of age with a mean age of

cochlear implantation at 8.11 years. At the time of the study, the children had been
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implanted for 5 to 8 years. Watson and Gregory found the parents in the study expressed
that the cochlear implant team did not establish rapport with their families. The parents

indicated that concerns about the adverse reaction to sound that was demonstrated by
their children were ignored. The parents also said that there were frequent staff changes

that did not allow them to establish a relationship with anyone on the cochlear implant
team. Watson and Gregory found that there was resistance to the cochlear implant

surgery on the part of the children in every case. The children were old enough to have
some awareness of the cochlear implant procedure and expressed opposition to it. One
parent was opposed to the surgical procedure but decided to go ahead with the surgery to

provide the child with the opportunity to learn to speak. All seven children had
immediate negative reactions to sound at the initial activation session. Most of the
parents in the study expressed a desire to have more information from the cochlear
implant team about the surgical procedure. The families in the Watson and Gregory study

indicated that they tried very hard to encourage their children to wear the implants by
withdrawing privileges, bargaining with the children, and bribery. However, despite their

efforts, the parents had the perception that the practitioners involved in their care made

them feel as if they were not trying hard enough or were failing in their responsibilities to
encourage the use of the cochlear implant device (Watson & Gregory, 2005),

Prevalence of Inconsistent Cochlear Implant Use
Low Incidence of Non-Use. There is little information in the literature about the
prevalence of inconsistent cochlear implant use (Contrera et al., 2014; Wiseman &

Warner-Czyz, 2018). The incidence of non-use of cochlear implants in children in the
United Kingdom was “very low” (Watson & Gregory, 2005, p. 1) with only three
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reported cases of non-use out of more than 350 pediatric cochlear implantees during the

first five years after cochlear implant surgery. Similarly, a group of researchers in the

United Kingdom, Archbold et al. (2009) found that 92% of the children in their study had
full-time cochlear implant use when the device was implanted early. Finally, Contrera et
al. (2014) reported that there are some estimates “that between 63% to 96% of pediatric
CI recipients continue to regularly use their implants over periods of 5 to 14 years” (p.

426). The researchers specifically found that 87.7% of the 402 pediatric cochlear
implantees in their study continued to use their devices ten years after cochlear implant
surgery.
The Impact of Datalogging on Verifying Cochlear Implant Use

Wiseman and Warner-Czyz (2018) hypothesized that previous studies may have
underestimated the prevalence of inconsistent device use in pediatric cochlear implant

users since use patterns were reported by parents thus presenting subjective estimates of
how much children used the cochlear implant device. Parent questionnaires and parental
reporting were the primary methods of data collection regarding cochlear implant use in
previous studies (Contrera et al., 2014; Marnane & Ching, 2015; Spencer et al., 2004)

Data obtained via parent report introduces the possibility of bias. There is the possibility
that parents may not disclose inconsistent cochlear implant use out of fear or

embarrassment.

Hearing aid and cochlear implant technology today have datalogging software
incorporated within the devices. Datalogging is a feature within the cochlear implant
device or hearing aid system that records information related to the daily use of the
device, the total time the device has been worn, the environments in which the device
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was worn, and the time that a specific program within the device was used (Daniel &
Bharadwaj, 2019).

Easwar et al. (2018) measured daily cochlear implant use in 146 children in

Toronto using datalogging technology. Data logs were obtained from past clinic visits.
Results showed that children used their cochlear implants for an average of 9.86 +3.43

hours per day, with use exceeding 9 hours per day in 93 of the 146 children or 64% of the
children. This is within the range of daily cochlear implant use found in previous studies

that were obtained with parent reports (Contrera et al., 2014). Only three children

(2.05%) could be categorized as limited users based on less than 2 hours of cochlear
implant use per day criteria set by the researchers. This would also indicate that 36% of

the children in this study did not wear their cochlear implant devices full time.

Wiseman and Warner-Czyz (2018) completed a retrospective chart review using a

clinical database to identify 71 pediatric cochlear implant users. The purpose of the study
was to identify average hours of daily cochlear implant use and to assess potential
relationships with specific variables such as chronologic age, maternal education level,

insurance status, presence of additional disabilities, and appointment adherence. The
study participants were between the ages of birth (.9) to 16.5 years of age. Wiseman and

Warner-Czyz (2018) found a mean daily device use of 7.6 hours per day. Their sample
showed a wide range of daily device use that ranged from 0.1 to 15.5 hours per day. The
mean use of 7.6 hours per day is very close to the definition of full-time use using the
researchers’ criterion of 8 hours per day. The researchers said, “Stratification of the data

by a full-time device use (i.e. 8 hours), revealed that 51% of the sample falls short of this

8-hour-per-day benchmark” (p. 134). This would indicate that 49% of the sample met the
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criteria of full-time use which is below the figure of “63% to 96%” of full-time use
previously reported in the literature using parent report (Contrera et al., 2014). Other

findings included a significant difference in hours of daily cochlear implant use by the

level of maternal education. Mothers with a high school education showed significantly

fewer hours of use compared to children of mothers with graduate-level education.
Moreover, children with Medicaid showed significantly fewer hours of use than children

with private insurance. Additionally, children with additional disabilities wore their
devices significantly fewer hours compared to children with no additional disabilities.

There was a variation from past findings in that the younger children in this study wore

their cochlear implant devices for fewer hours. Other studies (Contrera et al., 2014; Wie
et al., 2007) found the opposite. One explanation for the variations reported in cochlear
implant use time in younger children could be because the processor can fall off of the
child’s head without the parent’s knowledge. For example, a child in a car seat can
dislodge the processor by moving their head. The parent could report that the child wore

the cochlear implant device all day, while datalogging would calculate the time that the
processor was not connected as a time of cochlear implant non-use.

There is emerging research examining the impact of inconsistent cochlear implant
device use on language in 36 children (Wiseman et al., 2018). In this study, where only

preliminary results are available, the average daily cochlear implant device use was 6.1

hours per day. 67% of the children in the sample wore their cochlear implant devices
inconsistently. The Receptive-Expressive Emergent Language test was administered to

eight of the children. The results revealed a mean expressive standard score of 68.6 and a
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strong positive correlation between daily device use and expressive language score
(rho=.90, p <.01).
Summary

The research literature shows that the cochlear implant provides children with

severe to profound hearing loss an opportunity to access sound in such a way that
improves outcomes for spoken language and overall development. However, there is a
problem with the inconsistent use of the device. We know that there are by conservative

estimates, 4 to 37% of children who do not use their cochlear implant devices full time
from parent report. The emergence of datalogging technology has allowed practitioners

to objectively measure the amount of time that the cochlear implant device is worn.

Some researchers are finding that there may be more children who do not wear their
devices than what was previously reported by parents. Wiseman and Warner-Czyz

(2018) found that 51% of the children in their study did not wear their devices full time.
These data were obtained objectively, not by parent report.

It appears that several factors have been identified as risk factors for non-use or
inconsistent use of cochlear implant technology. These factors include having the

cochlear implant surgery at an older age, poorer speech perception and/or perceived

benefit from use of the cochlear implant device, choosing a communication methodology
that does not promote oralism (i.e. sign language), attending a specialized school (e.g.

school of the Deaf), the presence of additional diagnoses (i.e. autism spectrum disorder,

cerebral palsy); lower maternal education, and lower socioeconomic status.
A few researchers have pointed to the possibility of other issues such as the home
environment that may be contributing factors to cochlear implant use. One researcher
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found that several families of children who did not use their cochlear implants indicated
that the cochlear implant team did not establish a relationship with the families (Watson
and Gregory, 2005). The families in the Watson and Gregory study felt as if they had

failed in their roles as parents of children with cochlear implants. There is a need to
obtain a deeper understanding of the lived experiences of the parents and the child who

receives cochlear implants. There is a need to examine relationships and interactions
with cochlear implant teams and educators. If we have a better understanding of these

experiences, perhaps we can provide meaningful recommendations to maximize the

intended benefits of the cochlear implant and help parents who are struggling to help their

children establish consistent use of the cochlear implant device.
Theoretical Framework - Self Determination Theory

This study will focus on exploring parents’ experiences with deafness and
cochlear implant technology. It will seek to understand the events in various families’
experiences that may support or thwart consistent use of the device. Most of the

literature agrees that consistent use of the cochlear implant technology has the potential
to provide access to sound in such a way that children who were born deaf can develop

intelligible speech skills and that the device facilitates overall language and positive
academic and social outcomes. Yet, there is evidence that some children do not
consistently use the device. Various risk factors have been identified for inconsistent use

of the device. However, to my knowledge, few studies have explored parental
experiences that relate to the use of cochlear implant devices. Self- Determination

Theory (SDT) is a useful theoretical framework for conceptualizing the experiences of
parents as they navigate the terrain of diagnosis and life with their child following
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cochlear implantation. It also provides a framework for analyzing parental interactions

with various environments as they make decisions about surgery and weigh educational
options for their child, and allow us to understand how those interactions facilitate or
squash motivation for consistent cochlear implant use.

The Self-Determination Theory of human motivation has been applied in many

studies of behavior change related to health outcomes (Ryan et al., 2008; Williams et al.,
1998; & Williams, McGregor et al., 2006). According to SDT, patients must internalize
values and skills and internalize self-determination to be persistent and maintain

behaviors over a long period of time (Ryan et al., 2008). The theory “argues that by
maximizing the patient’s experience of autonomy, competence, and relatedness in health

care settings, the regulation of health-related behaviors is more likely to be internalized,
and behavior change will be better maintained” (Ryan et al., 2008, p. 2).
There are very few studies in the field of communication sciences and disorders
that apply SDT. Yet, the ability of SDT to predict human actions appears to apply to the

issue of consistent use of cochlear implant technology. SDT is a practical theory that has

been used to change behaviors and habits that are detrimental to maintaining good health
such as the use of tobacco (Williams et al., 2006). Speech-language pathologists and

audiologists tend to operate within a controlling medical model, which may be a

roadblock to maximizing the potential of the clients served.
Application of SDT in Health Care

The phenomenon of non-use of cochlear implant technology is similar to the lack
of adherence to medical recommendations and regimens. Horwitz and Horwitz (1993)

found that patients’ noncompliance to medical recommendations was a huge problem for
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health care. When a patient does not follow the recommendations of the medical team,
treatment outcomes are stifled. Likewise, when patients do not use technologically

advanced devices that were designed and prescribed for a particular health benefit,
outcomes will not be optimal. This is true about all medical devices from cochlear

implants to insulin pumps. Despite the technological advances in many medical fields,
“human behavior remains the largest source of variance in health-related outcomes”

(Ryan et al., 2008, p. 2).

There have been various methods employed in medicine to initiate change in
patients’ behavior. Some of these methods include exerting external pressure and control
to the use of rewards and incentives. These methods, however, have not sustained the

demonstration of the desired behavior (Ryan et al., 2008). Application of SDT based
interventions has proven to be effective in maintaining consistent behavior geared toward
improving health outcomes and leading to a better quality of life in a variety of

challenging health conditions. Ryan et al., 2009 proposed that attending to the
psychological needs of autonomy, competence and relatedness are vital to the “processes

of internalization and integration, through which a person comes to self-regulate and
sustain behaviours conducive to health and well-being” (p. 2). SDT has been applied to
ending tobacco use, implementing a healthy diet, and adherence to long-term medication

regimens. For example, Williams et al. (1998) found that in a study of 149 diabetic
patients, when the health care providers were supportive of autonomy, there was a
statistically significant decrease in glycosylated hemoglobin (glucose levels) over a 12

month maintenance period. While the effect sizes for the study’s change analysis was
“weak-to-moderate,” the evidence is compelling, as it shows improvement in glucose
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levels in patients who had previously struggled to maintain appropriate blood sugar

levels. SDT has even proven to be beneficial in the field of dentistry. Münster et al.
(2012) found that when dental intervention was designed to enhance competence in
dental care activities such as flossing, in a way that supported autonomy, the patients
were able to sustain dental care at home, thus decreasing dental plaque and gingivitis for

five months. SDT points to the need to attend to the patient’s experiences and
motivation. Maximizing the patient’s experience of autonomy, competence, and

relatedness has proven to have positive, long-term effects on overall health and well
being.

Autonomy. Autonomy relates to self-governing. Deci and Flaste (1995) said,
“To be autonomous means to act in accord with one’s self—it means feeling free and

volitional in one’s actions. When autonomous, people are fully willing to do what they
are doing, and they embrace the activity with a sense of interest and commitment” (p. 2).
When a person is experiencing autonomy, actions emanate from their true selves as they

are being authentic. The experience of autonomous motivation is apparent when the

patient validates the value of an activity. The opposite of experiencing autonomy is being

controlled. If someone is demonstrating controlled motivation, he will complete an
action because he is being pressured. “When controlled, people act without a sense of

personal endorsement” (Deci & Flaste, 1995, p. 2). A person who is being controlled can

feel alienated. Deci and Flaste (1995) describe two types of controlled behavior:

compliance and defiance. Compliance means doing what you are told to do simply
because you are being told to do it. Defiance is doing the opposite of what you are

expected to do simply because you are expected to do it (Deci & Flaste, 1995).
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The profession of speech-language pathology and audiology are part of the
“traditional” health care environment that is predicated on the use of control. Autonomy

can often be overlooked. If a practitioner attempts to motivate patients by exerting their
authority. They would be taking the stance of experts thus using external regulation. In

this case, a patient could complete a task to receive an external reward, avoid a
punishment, or to comply with social pressures. Patients might also act to avoid

disapproval or feelings of guilt. According to SDT, controlled regulation is negatively

associated with long-term adherence (Ryan et al., 2008).
Changing behavior to improve health, such as wearing and using a prosthetic

device is not easy. It is not fun. If we use control to persuade patients into using a device
such as a cochlear implant, the behavior will not be intrinsically motivated. If the desired

outcome is to have these behaviors (use of the device) continue outside of the clinic exam

rooms, the individuals “must come to value the behaviours and personally endorse their
importance” (Ryan et al., 2008, p.3).

Parents who decide to pursue cochlear implantation, are undoubtedly in
unchartered territory. 95% of deaf children are born to hearing parents (Cole & Flexer,

2015; Feher- Prout, 1996). As previously stated, this can cause stress within the family
unit as most parents have no experience with deafness and are uncertain as to how they

should proceed with rehabilitative options (Cole & Flexer, 2015; Hyde, Punch, &

Komesaroff, 2010). Parents are shocked and overwhelmed by the decision to undergo
cochlear implantation (Christiansen, & Leigh, 2004).

An example of how the professions of speech-language pathology and audiology
often overlook creating environments that support autonomy can be found in a study
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conducted by Hyde et al. (2010) who used a mixed methods approach to examine the

parental decision making process about the cochlear implant surgery. Surveys were
analyzed from 247 parents. The mean age of the children was 9.42 years, with an age

range of 0.67-25.0 years. The survey asked eight questions that included questions about
the parents’ satisfaction with information, help, and support from professionals while
deciding to have their children implanted, and their awareness of possible negative
outcomes of implantation. There was an open-ended question at the end of the survey that

read ‘‘if there is one central message that you would like to convey to us about the
experiences you have had with your deaf child and his or her cochlear implantation, what

would that be?’’ (Hyde et al., 2010, p. 165). The qualitative portion of this study

consisted of interviews with 27 of the survey participants. The interview data elaborated
on the findings from the survey and added depth and detail about the decision-making

process related to cochlear implantation. The survey found that 72% of the parent

participants indicated that audiologists, otolaryngologists (ear, nose and throat

specialists), or pediatricians, were the first persons to suggest a cochlear implant for the
child and were the most frequently used sources of information about deafness and
cochlear implants. A high percentage of participants, 90.5%, indicated that they were
very satisfied or satisfied with the audiologist. Sixty-nine percent of the parents were
satisfied or very satisfied with the physicians involved with their child’s care. However,

some parents described feelings of intense pressure to pursue cochlear implants by

audiologists and physicians on the open-ended question on the survey. Hyde et al. (2010)
found that some parents experienced pressure to pursue cochlear plants for their child
who was deaf. Hyde et al. (2010) said that one parent “expressed amazement at how
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little she knew at the time of implantation and how the decision seemed to be in other
people’s hands” (p. 171).

Further findings by Sach and Whynes (2005) provided evidence that parents felt

that the decision for their children to undergo cochlear implantation was in the hands of
the experts. When parents feel that the medical team pressured them into deciding to have
their children undergo cochlear implantation, the process does not align with autonomy

support.
Ryan et al. (2008) described the concept of identified regulation which is one
form of autonomous motivation. In this case, the client personally endorses or identifies
with the value or importance of behavioral change. The professionals facilitate the

identification by providing relevant information and rationales for change. The

professionals do not apply external controls and pressures that take away from the sense
of agency or choice. Another form of autonomous motivation is integrated regulation in
which a person “not only values a behaviour, but has also aligned it with other central

values and lifestyle patterns” (Ryan et al., 2008, p. 3). To facilitate integrated regulation,
the clinician supports the patient as they talk about barriers to change. The clinicians also

help the patient find compatible solutions to navigate around those barriers. Autonomy
support then encompasses clinicians’ asking about and acknowledging the patients’

perspectives, supporting their initiatives, offering choice about treatment and therapy
options, and providing relevant information while minimizing control and pressure (Ryan

et al., 2008).
Another aspect of SDT is the consideration of the role of significant others in a

patient’s social context in providing autonomy support (Williams et al., 1998). This
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would include a significant other who understands the person’s perspective,

acknowledges their feelings, offers choices, and provides relevant information. Including
family members in the therapy or diagnostic process is one way to offer autonomy
support to families of children who are deaf.

Empirical studies have shown that autonomy support by health care providers
affects patient motivation and health behaviors including smoking cessation, (Williams et
al.,2006) weight loss, (Williams et al., 1996), and glucose control in diabetics (Williams,
McGregor, et al., 2004). Ryan et al. (2008) explained that according to SDT
autonomous motivation is associated with behavior change that results in patients

maintaining new healthy lifestyles.
Competence. Feeling competent is an important human need. Deci & Flaste

(1995) said, “People must feel sufficiently competent at the instrumental activities to
achieve their desired outcomes” (p. 64).
SDT stresses that a person must experience both the confidence and competence
to change in addition to having a sense of autonomy. Developing that sense of

competence is facilitated by autonomy. Parents of children who receive cochlear implants
have expressed a lack of competence in several areas. Zaidman-Zait (2008) examined the

stress associated with everyday life for parents of children who have cochlear implants
that included problems with feeling competent to take care of the daily functioning of the

cochlear implant device. More than half of the participants in the study were concerned

about technical difficulties in equipment maintenance, and troubleshooting the cochlear
implants. Parents reported feeling frustrated by the lack of technical training to complete
the repairs successfully and expeditiously. The parents were also frustrated that the
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children could not hear when the implant malfunctioned. Families also felt that they did
not have the skills needed to competently communicate with their children in everyday
situations. Having these types of communication difficulties could undermine a parent’s

sense of competence and relatedness since difficulty communicating feelings destroys the

ability to convey a sense of belonging and love.

Relatedness. Deci and Flaste (1995) describe relatedness as an innate
psychological need. Humans need to feel connected with other people in addition to

being autonomous and competent. The authors go further” to describe relatedness as “the
need to love and be loved, to care and be cared for” (p, 38). Deci & Ryan (2008) stated

that the concept of relatedness goes beyond something that is “desired,” or something that

is “considered important.” They argue that relatedness is required, vital, for one to thrive.
Ryan et al. (2008) used relatedness to refer to the practitioner-patient relationship.

In this paradigm, the patient must feel respected, understood, and cared for. The impact
of relatedness on patients’ openness to information and the likelihood of consistently
following a regimen, such as consistent use of a cochlear implant device is high. The
practitioner-patient relationship in the specific audiologist-patient dyad is fragile.
Patient-centered care and shared decision making may improve a sense of

relatedness between the practitioner and the patient. Shared decision making

acknowledges that the physician or practitioner brings expertise and understanding to the
decision-making process, however, the patient’s values are taken into consideration as

recommendations are made (Taylor, 2009). Using a shared-decision making process may
improve patient knowledge, reduce decisional regret, conflict, and parental stress, and
improve satisfaction with the decision-making process (Porter et al., 2018). SDT
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research has shown that the autonomy supportiveness of the provider is a strong
determinant of the client’s relatedness to the health care provider (Sheldon, Williams, &

Joiner 2003).
The Six Mini-Theories of SDT

Human development is a process in which organisms constantly navigate through
the environment to learn and grow. Deci and Flaste (1995) explain that the desire to

develop “an integrated sense of self is thus a central feature of who we are as individuals,
and the activity -both physical and mental—that is necessary for this natural
developmental trajectory is intrinsically motivated” (p. 81). The social context is
important in determining the degree of integration and activity demonstrated by certain

individuals. Deci and Flaste (1995) describe human behavior and experience in terms of
“the dialectic between the person and the environment—the interaction (and potential
opposition) between the active organism striving for autonomy and the social context” (p.
83). The social context can either support the natural organismic tendencies, or it can be

more antagonistic and squelch the natural tendencies.
Deci and Flaste (1995) describe two types of contexts that demonstrate the
squelching or thwarting of natural tendencies that transforms a vibrant life into one of

apathy. A context that is filled with chaos and inconsistency will confuse the individual,
making it difficult to know what is expected of him, and how to act competently to reach

goals. This context will lead to “general thwarting of the human spirit” (p. 83). This will
result in the individual exhibiting amotivation, which is little or no motivation. Another

context that can be detrimental to engagement and psychological growth is one that is

controlling, demanding, filled with pressure or one that tries to persuade people to
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behave, think, or feel a certain way. This type of environment also eats away at the

human spirit and undermines motivation.
The SDT framework currently consists of six sub-theories or mini-theories that
are all connected in that they all encompass basic psychological needs and share basic

assumptions of organismic and dialectical foundations (Deci & Ryan, 2002). The six
mini-theories of SDT are the cognitive evaluation theory, organismic integration theory,

causality orientations theory, basic psychological needs theory, goal contents theory, and
relationship motivation theory. Each of the mini-theories, according to Deci and Ryan

(2002) “was developed to explain a set of motivationally based phenomena that emerged
from laboratory and field research and focused on a different issue” (p. 27). The sub

theories contribute to a set of key hypotheses and form an important part of the

overarching SDT to provide a comprehensive explanation of human behavior as it relates
to motivation.

Cognitive Evaluation Theory. The cognitive evaluation theory (CET) describes

how the “social environments influence (i.e. facilitate or undermine) intrinsic motivation
and in turn high quality performance and well-being” (Ryan and Deci, 2017, p. 20).
Intrinsic motivation causes one to engage in an activity “for its own sake, of doing an

activity for the reward that is inherent in the activity itself” (Deci & Flaste, 1995, p. 21).

CET is the first mini-theory of SDT that was developed in the 1970s with experimental

studies that proved that extrinsic factors such as rewards, punishments, evaluations,
feedback, etc. influence intrinsic motivation.
This was a paradigm shift for those immersed in the principles of behaviorism
that calls for providing a reward for a specific behavior very soon after the behavior is
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observed, and focusing on the consistent provision of rewards rather than punishment, to

elicit the desired behavior. This stimulus-response-reward paradigm is precisely what is
used clinically in speech-language therapy and audiology. In speech therapy, clinicians
often provide children the extrinsic rewards from “prize box” filled with stickers, candy,

plastic army figures, toy cars, etc. If the child works hard in therapy, he receives a prize
from the box. In schools, children may be rewarded with stickers, gold stars, and praise.

The behaviorist assumption is “people are fundamentally passive and will respond
only when the environment tempts them with the opportunity to get rewards or avoid

punishments” (Deci & Flaste, 1995, p. 20). The proposition was controversial because it
seemed to “fly in the face” of the operant theory which dominated the field of psychology

at the time. Deci used the example of watching a child explore their home environment,
touching and manipulating toys and objects they come across to describe intrinsic

motivation. They play just for the enjoyment of playing. Children become competent
and receive joy in doing things on their own. They do not wait for a reward to explore

their environment (Deci & Flaste, 1995).
One of the first experiments to explore intrinsic motivation and determine

whether or not extrinsic rewards would affect intrinsic motivation involved a puzzle that
was comprised of odd-shaped blocks. The study was conducted by Edward Deci. (Deci
& Flaste, 1995). The blocks could be fit together to form different patterns such as a dog

or an airplane. The patterns were illustrated and named. These puzzles were popular in
the late 1960s and were contagious in that most people found it difficult to stop playing

with them once they began. The experiment was developed so that one group of students

was sent to a room to put the puzzles together and received one dollar for every correct
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design. The other group did not receive payment for the puzzle configurations. The

primary questions were: “What will happen to the intrinsic motivation of the rewarded

subjects relative to that of the nonrewarded subjects? Will it increase while working on
the puzzles for pay, will it remain unchanged, or will it decrease?” (Deci & Flaste, 1995,

p. 24). The researcher, later told the groups that the puzzle solving session was over and

left the room for several minutes to retrieve a questionnaire. This was an important part

of the experiment because, in actuality, the researcher wanted to learn what would
happen during the ‘free-choice’ time. Would the students continue to play with the

blocks, read a magazine, or simply sit and wait? The results revealed that students who

received pay to play with the puzzles were “far less likely to play with them ‘just for fun’
in the free choice period” (Deci & Flaste, 1995, p. 25). Once the students were paid, they
did not play with the blocks anymore.

Ryan and Deci (2017) explain that when a behavior is intentional it can be either
intrinsically or extrinsically motivated. If it is intrinsically motivated, the behavior is
autonomous and has an internal perceived locus of causality (I-PLOC), if it is

extrinsically motivated, the behavior is controlled and would have an external locus of

causality or (E-PLOC). When rewards are offered for an activity that was initially
intrinsically motivated, a change in PLOC can occur. Because the reward undermines

autonomy, the activity that someone initially so enjoyed doing just for the fun of it, will

now only be done for the reward.

CET further suggests that when basic needs are not met, intrinsic motivation will
be hampered. However, if autonomy, competence, and relatedness are supported,
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intrinsic motivation will be enhanced. CET stresses that competence and autonomy are

critical to sustaining intrinsic motivation (Ryan & Deci, 2017).

Other studies have confirmed the adverse effect that other forms of controlling

external events have on intrinsic motivation (Deci & Ryan, 2002). These factors include
different forms of punishment, deadlines, surveillance, evaluation, and competition.

Some external events that were also viewed as controlling yielded less creativity and
more shallow learning (Grolnick & Ryan, 1987).
The influence that rewards, feedback, and sanctions as external events have on
intrinsic motivation depends upon how the individual perceives the external events. If

the reward or feedback was given to coerce someone to do something, then the reward or

feedback could have an undermining effect on that person’s intrinsic motivation.
However, if verbal praise was offered simply to acknowledge a person’s efforts or to

express appreciation, then the external events (praise) will support and enhance intrinsic

motivation (Ryan & Deci, 2017).
Organismic Integration Theory. The Organismic Integration Theory (OIT) is
the second mini-theory of SDT. OIT strives to explain the processes by which people

assimilate behaviors that are externally regulated and internalize them into behaviors that
are self-determined (Hagger, & Chatzisarantis, 2015). The concepts of internalization and

integration of values and regulations are key to this sub-theory. Internalization is the
“process through which individuals take on the values of society” (Deci & Flaste, 1995,

p. 92), and taking in values, beliefs, or behavioral regulations from external sources (for

example, parents ordering children to clean their rooms) and transforming them into
one’s own (Ryan & Deci, 2017). The process of organismic integration causes one to
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internalize extrinsic motivations that are given by significant others such as family
members. But, there can be different degrees of internalization that are the basis for

regulations that differ in the perceived locus of causality and the extent to which they are

autonomous.
OIT incorporates a model that depicts a continuum of relative autonomy as it

relates to different forms of regulation (Ryan & Deci, 2017). Deci and Ryan 2002 stated
that “the more fully a regulation (or value underlying it) is internalized, the more it

becomes a part of the integrated self and the more it is the basis for self-determined

behavior” (p. 15). Outside of the continuum on opposite ends of the model are
amotivation and intrinsic motivation. Extrinsic motivation and the four regulatory styles
are between amotivation and intrinsic motivation. Amotivation means having no

intention to act. Amotivation describes the situation when people either do not spring into

action at all, or they act passively by just going through the motions without caring about
what they are doing. Amotivation is the result when people do not feel that they have the
ability to achieve success because of a lack of perceived lack of competence, or when
they do not value the activity or the outcomes that the activity would produce (Deci &

Ryan, 2002). Conversely, intrinsic motivation “is the prototype of autonomous or self
determined behavior” (Deci & Ryan, 2002, p. 17).

Effective internalization is important to satisfy the need for competence. When

children imitate their parents, helping them to fold laundry, for example, it allows them to
feel as if they are contributing to their overall sense of personal and social competence.
Finally, the need for relatedness plays an important role in facilitating internalization
(Ryan & Deci, 2017). Children will make accommodations to satisfy their need for
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relatedness. They feel connected and involved with the family. By making these
accommodations, they “learn to competently navigate the social terrain” (Deci and Flaste,

1995, p. 93). Ryan and Deci (2017) said, “As individuals internalize familial and cultural

practices and values, they experience a sense of participation and belonging that satisfies

needs for relatedness” (p. 183). Internalization is a lifelong process.
There are different forms of internalizations and regulations. Using the model
mentioned above, OIT identifies four regulatory styles that fall under the umbrella of

extrinsic motivation: external regulation, introjected regulation, regulation through
identification and integration, and self-determination (Ryan & Deci, 2017). OIT accounts
for the fact that people will demonstrate certain behaviors because of an external

contingency. External regulation is one style of the regulatory style. External regulation is
the least autonomous type of extrinsic motivation as it refers to a person who is motivated

to do something for the sole purpose of obtaining a reward or avoiding a punishment.

External regulation may be effective because if the reward or punishment is strong

enough, one is likely to demonstrate the desired behavior. However, maintenance of the

behavior is not likely. When the punishment or the rewards stop, the behavior will not
continue over time (Ryan & Deci, 2017). When a person does a good deed with the

expectation of a reward, this type of regulation is characterized as having an external
perceived locus of causality.

The second type of regulatory style is introjected regulation, which refers to a

type of internalizing a regulation or rule, but not truly accepting it as your own. It is only
“partially” taking it in. Deci and Flaste (1995) refer to introjection as “swallowing a rule

whole rather than digesting it” (p.94). Introjected regulation is an internal controlling
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force where one does something because he feels that he “should” or “must” do it. The
regulation is not truly a part of the integrated self (Deci & Ryan, 2002). A person

demonstrating introjected regulation may do something to avoid feeling shame or guilt.
Introjected regulation also describes the actions a person might take to receive praise or
approval. It also undermines self-esteem. Introjected regulation negatively impacts

internal motivation and is not fully self-determined. People tend to lose intrinsic

motivation for an activity when introjected regulation is in process.
Regulation through identification moves closer to self-determined in terms of

quality of behavior on the continuum of relative autonomy. In other words, identification
is more autonomous than external or introjected regulation. Identification falls between
introjection and integrated regulation. Identification involves a person accepting a

behavior because it is important to him. Identifications are characterized as having
greater autonomy than external and introjected regulation and has more of an internal
perceived locus of causality. It involves a person endorsing the values and regulations.

Finally, integrated regulation (Deci and Ryan, 2002) or integration and self

determination (Ryan & Deci, 2017) is the fourth type of motivation regulation and is the

most autonomous form of extrinsic motivation. Integrated regulation occurs when

identifications “have been evaluated and brought into congruence with the personally
endorsed values, goals, and needs that are already part of the self” (p. 18). The

motivation is still extrinsic because the person is completing an action to obtain important
outcomes, rather than for the enjoyment of the activity. Integrated regulation represents
the “fullest type of internalization” (Ryan & Deci, 2017, p. 188) which means that the
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person not only “values a behaviour, but has also aligned it with other central values and

lifestyle patterns” (Ryan et al., 2008, p. 3).

Causality Orientations Theory. Another mini-theory is causality orientations
theory (COT) which focuses on individual differences in styles of motivation. COT

describes individual differences in a person’s tendency to “orient towards the social

environment in ways that support their autonomy, control their behavior, or are
amotivating” (Deci & Ryan, 2002, p. 10). Deci and Ryan (2002) developed a

psychometric General Causality Orientation Scale that has been used for predictive
purposes. The causality orientations approach is “intended to index aspects of
personality that are broadly integral to the regulation of behavior and experience” (Deci

& Ryan, 2002, p. 21). There are three orientations (autonomy orientation, controlled

orientation, and impersonal orientation) that are associated with the degree to which they

characterize self-determination. People who are high in the autonomy orientation tend to
act in accord with their emerging interests and values, interpret external events as
informational, and typically regulate their behavior autonomously. These individuals

have high internal motivation. In contrast, those who are high on the control orientation
tend to act in accordance with external or internal demands. These individuals are

concerned with how they should behave and relates to introjected regulation. Finally,
those who are highly impersonally orientation tend to perceive their life experiences as
beyond their control. Impersonally oriented people tend to have pervasive feelings of

helplessness, ineffectiveness, and passiveness. Low self-esteem and self-loathing are
associated with impersonal orientation. This type of orientation relates to amotivation.
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The most positive outcomes are associated with the autonomy orientation and the least
positive outcome is associated with the impersonal orientation (Deci & Ryan, 2002).

Basic Psychological Needs Theory. The basic psychological needs theory
(BPNT) is an important part of SDT. BPNT specifically identifies psychological

nutriments that are essential for overall mental and physical wellness. These nutriments

of autonomy, competence, and relatedness have been dispersed throughout the discussion
of CET, OIT, and COT, and are essential for optimal development and well-being. If
these needs are not met the individual will suffer. In addition, if individuals cannot find

appropriate ways to get their basic needs met, they will often find inappropriate ways for
doing so. Ryan and Deci (2017) stated that “individuals cannot thrive without satisfying

all of them, any more than people can thrive with water but not food” (p.75).
In SDT, well-being is viewed as “thriving or being fully functioning rather than

merely by the presence of positive and absence of negative feelings” (Ryan & Deci,

2017, p. 241). Synonyms used to describe thriving included “vitality, awareness, access
to, and exercise of one’s human capacities, and true self-regulation” (Ryan & Deci, 2017,

p. 241). When a person is fully functioning, he can be spontaneous, open, and reflective,

and in pursuit of his own interests (Ryan & Deci, 2017).
Autonomy, competence, and relatedness are all equally important to mental and

physical well-being. Ryan and Deci (2017) also noted that supporting autonomy in most
contexts and environments is critical in allowing individuals to actively satisfy all of their

needs, “to gravitate toward, make relevant choices, and employ optimizing strategies for

satisfying each basic need” (p. 247). Studies have determined that the need for autonomy,
competence, and relatedness are pervasive across the lifespan and cultures (Sheldon,
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Williams, & Joiner 2003). Without these key elements that comprise basic psychological
needs, one is destined for a life of distress.
Goal Contents Theory. Most people have a direction or goal in mind for their

future. Some people envision a life filled with children, a spouse, and/or a career that
pays well. The goal content theory (GCT) focuses on the content of the goals and

aspirations that people have for their lives, and how these goals relate to satisfying basic
needs, motivation, and wellness. Kasser and Ryan and (1993) identified extrinsic

aspirations that included qualities such as physical attractiveness, wealth, and fame, as
well as intrinsic aspirations that included having satisfying personal relationships, making

contributions to society or the community, and growing as individuals. The intrinsic
aspirations provide their reward in satisfying the needs for competence, relatedness, and

autonomy. The researchers developed an “aspirations index” to represent the relative
importance of each type of life goal. Initial findings from a cross-sectional survey found

that high scores on the aspirations index for the three intrinsic aspirations was positively

associated with well-being, while the higher the relative importance of extrinsic

aspirations such as financial success, the lower was the ‘participant’s experience of self
actualization and vitality” (Ryan & Deci, 2017, p. 273). Deci & Flaste (1995) theorized
that when people aspire to be wealthy, there is a fear that they may not reach that goal.

This fear is accompanied by other negative feelings that lead to feelings of sadness.

Research using the aspirations index has expanded to include different ages and
people from different countries, and cultures. The results were similar to those obtained
by Kasser and Ryan (1993) which has expanded the generalizability of those findings

(Hagger & Chatzisarantis, 2015).
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Other propositions of GCT include the notion that “progress and success at

attaining extrinsic goals will tend to be associated with less enhanced wellness relative to
progress and attainment of intrinsic goals. Progress and attainment of intrinsic goals are

predicted to yield especially enhanced wellness” (Deci & Ryan, 2002, p. 279). GCT is
also applicable to relationships. Kasser and Ryan (2001) were cited in Ryan and Deci

(2017) as reporting that individuals with high extrinsic aspirations tended to find their

intimate and close personal relationships as “more conflicted and less satisfying and

trusting.”
Ryan and Deci (2012) reported that yet another proposition of GCT is that people
who have been neglected in terms of having their basic psychological needs met are more

likely to find substitutes for their needs, such as signaling extrinsic life goals as being

highly important. This eventually diminishes overall well-being.
Relationships Motivation Theory. A sixth mini-theory of SDT is Relationships
Motivation Theory (RMT) which is built upon the premise that the need for relatedness is
intrinsic and causes people to seek close relationships. We all have a basic need to be

connected to others and to be accepted by others. We also need to have a sense of
belonging, and to be cared for and loved. These basic needs are, again critical for growth
and wellness. Deci & Flaste (1995) stated that in satisfying, successful adult romantic

relationships, autonomy support is given and received. Deci and Flaste (1995) also stated

“What characterizes the most mature and satisfying relationships is that the true self of
one person relates to the true self of another. Each is dependent on the other, but each

maintains his or her autonomy, his or her integrity, his or her sense of self” (p. 120).

85

There is a proposition that relationships may fail to provide a person with basic

needs. In fact, some close relationships crush one's basic needs thereby compromising
satisfaction and wellness. This stifling of basic needs can present in many forms

including dominance, control (affecting autonomy), meanness, coldness, or distancing
(affecting relatedness), criticalness, and derogation (affecting competence). In social
interactions, basic needs may be diminished by stigmatization, prejudice, and exclusion

(Deci & Ryan, 2002).
Overall, there is considerable evidence that people can engage in a more highquality and satisfying relationship when their motivation for being in the relationship is
more autonomous and when the basic needs of autonomy, competence, and relatedness
are met with their relationship partner.

Summary
Parents of children who are deaf must make a series of complex decisions once

the diagnosis of deafness is confirmed. There is pressure to decide upon the cochlear

implant surgery within a short time. Parents seek information primarily from the
otolaryngologist and audiologist. The information they receive may be incomplete and

biased in favor of the medical view on deafness. The practitioner-patient relationship
may have an impact on the parents’ decision-making process. The interactions between
the parents and the cochlear implant team and teachers all may play a role in how the

parents approach the use of the cochlear implant device.
There is empirical evidence that cochlear implants can improve the development

of speech, language, social skills, and reading. It is suspected that the non-use or
inconsistent use of a cochlear implant is more widespread than what was originally
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reported in the literature. Factors related to cochlear implant use include the age of

cochlear implantation, the mother’s level of education, choice of communication

methodology, and co-existing diagnoses in the child. There is little understanding,
however, about the parents’ experiences that may facilitate or stifle continued use of the

device.
This research study used Self- Determination Theory as a theoretical framework

to examine parents’ experiences of autonomy, relatedness, and competence as they

interacted with various professionals and made decisions about surgery, therapy, and

school. Their narratives provided insight that led to recommendations for practitioners
that will hopefully lead to efforts to create an environment of care that facilitates optimal

development for the child.
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CHAPTER III

METHODOLOGY

Qualitative Research

The purpose of this study was to examine the lived experiences of hearing parents
who are raising children with cochlear implants. The term “parents” refers to primary

caregivers. This study sought to unpack how the device fits in the life of a child as
narrated by a parent. A qualitative research methodology was implemented to explore
the decision-making process related to cochlear implant use in their children and to gain
an understanding of how these parents make sense of their world and experiences with

cochlear implants. Van Maanen (1979) defined qualitative research as “an umbrella term
covering an array of interpretive techniques which seek to describe, decode, translate, and
otherwise come to terms with the meaning, not frequency, of certain more or less

naturally occurring phenomena in the social world” (p. 520).
Narrative Inquiry
Narrative inquiry was used as the qualitative approach. The narrative or use of

stories is how human beings make sense of their experiences (Merriam & Tisdell, 2016).
This research study relied on the stories from parents about their lived experiences as
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they navigated life with a child who has had cochlear implant surgery. Clandinin (2007)
said, “Narrative researchers do their work (politely) intruding on people in the course of

living real lives and asking them to help us to learn something. We do this in hopes that

what we learn will be of some benefit to others or will contribute to basic knowledge

about aspects of human experience” (p.538). Narrative research allowed the researcher to
gain a deeper understanding of the lived experiences of parents as they were invited to
tell their stories about life with the cochlear implant. Narratives make use of chronology,
which is important for exploring the lived experience of parents as they walk with their

child from the diagnosis of deafness, deciding to pursue cochlear implant surgery and

those stories that capture what they experienced following surgery including interaction
with teachers and professionals in the schools. Qualitative research using narrative

inquiry regarding the lived experience of parents post cochlear implant surgery is scarce
in the literature of communication sciences and disorders.

Research Questions
The overarching research question that guided this study was: What is the

experience of hearing parents who are raising a child with a cochlear implant? Within this
question are four related questions:

1.

To what extent were parents’ basic psychological needs met before, during, and

after the decision to pursue cochlear implants?
2.

What were the parents’ feelings of autonomy, competence, and relatedness as

they navigate decisions related to their child’s academic development?

3.

How was the satisfaction of parents’ needs for autonomy, relatedness, and

competence related to the consistent use of the cochlear implant device?
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4.

How have family relationships been altered due to the child’s hearing loss,

cochlear implant, or use of the device?
Theoretical Framework

Self-determination theory was used as the theoretical framework for this study.
Self-Determination Theory (SDT) “is an empirically based, organismic theory of human
behavior and personality development” (Ryan & Deci, 2017, p. 3). Living up to one’s
potential and thus having a productive, full, and happy life, involves numerous actions
and interactions with the social environment (Deci & Ryan, 2002). Edward L. Deci and

Richard M. Ryan have dedicated over 30 years of scientific inquiry into exploring what
factors contribute to and hinder optimal human development (Deci & Ryan, 2002). Their

research led to the formation of SDT, which has grown into a powerful theory of human
development. Deci and Flaste (1995) explain that there is a great deal of variation in the
quantity of integration and activity demonstrated by different people because of the

difference in the amounts of “controlling, demotivating circumstances” one encountered
during their development. The foundation of SDT suggests that while humans have an

innate propensity to grow, thrive, and integrate, there are social-contextual influences that
can either support or hinder this process (Deci & Ryan, 2002).

Deci and Ryan (2002) describe three essential nutriments for optimal growth and
development. These three basic psychological needs for autonomy, competence, and

relatedness are mandatory for mental and physical wellness and are a fundamental part of
SDT. Ryan and Deci (2017) explained that when the needs for autonomy, competence,
and relatedness are supported, the individual thrives, is happy, and lives life as an
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engaged, thoughtful person. However, when these nutriments are deficient, overall
development and well-being are negatively impacted.
Autonomy, one of the basic psychological needs, means self-governing. If one

is autonomous, one is acting “in accord with one’s self—it means feeling free and
volitional in one’s actions” (Deci & Flaste, 1995). Autonomy involves being free and
self-governed. Deci and Flaste (1995) said, “When autonomous people are fully willing
to do what they are doing, they embrace the activity with a sense of interest and

commitment” (p. 2). Medical professionals can provide parents and families with an
autonomy supportive environment. Audiologists have a responsibility to give parents

information about all options that are currently available for children who are born deaf,

including information about therapy regimens that will follow. Deci and Ryan (2002)
stated, “The goal of an autonomy-supportive approach is for patients to come to the point
of making a true choice after thoughtfully considering the relevant options and
information” (p. 461). Autonomy can also be supported by eliciting and acknowledging

the parent’s perspectives and emotions before making a recommendation. Williams,

Freedman, and Deci (1998) acknowledged that medical professionals often mistake
autonomy support for giving patients the freedom to make their own medical decisions,

without taking advice from the health care providers. This is not the implication of SDT
and autonomy support. An approach based upon SDT would involve health care

providers making a sincere attempt to actively engage patients and to understand their
perspectives and feelings.
If parents are given all of the information and are engaged in respectful

conversation with the cochlear implant team, they may feel more self-directed, in control,
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and autonomous in the decision-making process. According to Deci and Ryan (2005),

people who feel autonomous in a decision will be more likely to sustain participation in
behaviors related to the decision. Finally, when choices are limited for parents, it is
helpful and autonomy supportive to provide a meaningful rationale. Ryan and Deci

(2017) emphasized that giving a rationale facilitates more autonomous internalization.

Competence refers to the basic need to feel mastery and feel capable and effective

in navigating through life’s important terrains or contexts (Ryan & Deci, 2017). Deci and
Flaste (1995) note, “People must feel sufficiently competent at the instrumental activities
to achieve their desired outcomes” (Deci & Flaste, 1995, p. 64). Feeling competent in an

activity is an important aspect of one’s intrinsic motivation. Parents may feel
incompetent in general activities related to the cochlear implant, including putting the

device on the child, troubleshooting the device, etc. A feeling of competence can be
achieved when the parent can troubleshoot the device, and understands how the device

works.
Relatedness “refers to feeling connected to others, to caring for and being cared
for by those others, to having a sense of belongingness with other individuals and with

one’s community” (Deci & Ryan, 2002, p. 7). Ryan, Patrick, Deci, and Williams (2008)
used relatedness to refer to the practitioner-patient relationship. In this paradigm, the

patient must feel respected, understood, and cared for. The impact of relatedness on

patients’ openness to information and the likelihood of consistently following a regimen,
such as consistent use of a cochlear implant device is high. Sheldon and Williams (2003)

stated, “Clients who feel more related to the self of the provider are more likely to
internalize the behaviors the provider recommended” (p. 38). Finally, Ryan et al. (2008)
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emphasize that “a sense of being respected, understood, and cared for is essential to
forming the experiences of connection and trust that allow for internalization to occur”
(p. 3). Relatedness can be encouraged by providing unconditional positive regard and

respect for the family and by listening to their concerns.

The foundations of SDT suggest that while humans have an innate propensity to
grow, thrive, and integrate, there are social-contextual influences that can either support
or hinder this process (Deci & Ryan, 2002). The social context is critical to self

determination and human development. Deci and Flaste (1995) describe human behavior
and experience in terms of “the dialectic between the person and the environment—the

interaction (and potential opposition) between the active organism striving for autonomy
and the social context” (p. 83). The social context can either support the natural

organismic tendencies and self-determination, or it can be more antagonistic and squelch
the natural tendencies, thereby diminishing self-determination.

Self-determination theory acknowledges that the environmental context may be one that
supports optimal development, while other environments have the potential to create
barriers that inhibit optimal development. The environmental context is important to

achieving self-determination. Wehmeyer, Abery, Mithaug, and Stancliffe (2003) said,
“The contexts in which individuals develop and lead their lives has both a direct and
indirect impact on self-determination” (p.65).

For this research study, I was interested in exploring the role of SDT in the lived

experience of parents who are raising children who have cochlear implants. I explored
how each component of SDT played out along the various stages in the lives of the
parents from the moment the diagnosis of deafness was given to the decision process to
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pursue surgical implantation, to navigating choices about school placement. I inquired

about parents’ feelings of competence related to the daily manipulating of the cochlear
implant, and how their social environments or contexts supported or diminished their

ability to obtain autonomy, competence, and relatedness.
Interpretive Paradigm and Philosophical Assumptions

A paradigm is “a basic set of beliefs that guides action” (Creswell, 2013, p. 18).
Philosophical assumptions are ingrained in our academic training and communities
(Creswell, 2013). These assumptions shape our views about the research problems,

research questions, and how we gather data. Philosophic assumptions “are embedded
within the interpretive frameworks that qualitative researchers use when they conduct a
study” (Creswell, 2013, p. 22). I used social constructivism as the interpretive paradigm

to explore the experiences of parents expressed in lived and told stories. Creswell (2013)
describes social constructivism as another worldview in which the researchers look for an
understanding of the world in which the participants live and work. Subjective multiple

meanings of the participants’ experiences are revealed. Creswell (2013) explains that the
“goal of the research, then, is to rely as much as possible on the participants’ views of the

situation” (p. 24-25). Social constructivism aligns with this study because an emphasis
will be placed on understanding the participants and their viewpoints and interpretation of

the world in which they live.

Social constructivism was used in this research study because this paradigm also
acknowledges that the researcher recognizes the significant contribution of her

background to the shaping and interpretation of the data (Creswell, 2013). My personal

and cultural experiences impact the research. My background as an audiologist shaped
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the interpretation of the data. Haverkamp and Young (2007) explained, “Researcher

values are assumed to influence the research process, although the researcher is expected
to examine and understand how his or her values, personal beliefs, and characteristics

have influenced the co-construction of meaning” between the researcher and the

participant (p. 277).
Finally, a social constructivist worldview assumes that there are various

contextual experiences and perspectives through which one views a phenomenon (Hays
& Singh, 2012). Each individual develops his own unique, subjective meaning of the

world and their experiences (Creswell, 2016). The families are diverse and had different
experiences, cultures, beliefs, and truths. Haverkamp and Young (2007) stated that in the

interpretive/constructivists paradigm “knowledge or meaning emerges through

interaction between persons and is described as co-constructed; it cannot be observed
directly but must be interpreted” (p. 268). This study involved co-construction of stories
that richly describe the experiences of the families.

Hermeneutics is a theory of understanding (Haverkamp & Young, 2007). It is a
theory of interpretation or achieving understanding through texts. “With hermeneutics,

the assumption is that texts are recorded expressions of human experience” (Hays &

Singh, 2012, p. 56). Hermeneutics has origins that can be traced back to the
interpretation of sacred scriptures (Hays & Singh, 2012).

This study incorporated the

perspective of philosophical hermeneutics, as it is consistent with a constructivist
paradigm. Haverkamp and Young (2007) said, “Meaning is created through the process

of understanding that occurs between researcher and participant” (p. 277). Philosophical
hermeneutics connects with my vision in that this approach supports the idea that the
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interpreter/researcher maintains her own perspective (Haverkamp and Young, 2007).

Adopting this theory of understanding will allow for a deeper and richer understanding of
the lived experience of the parents as they navigate life before and after cochlear implant
surgery.

Hays and Singh (2012) describe the philosophies of science that are “embedded

within research paradigms and traditions and help to construct scientific inquiry in

qualitative research” (p. 34). The philosophies of science include ontology,
epistemology, axiology, rhetoric, and methodology. Ontology is the nature of reality and

the extent to which a “universal truth” is pursued. Adopting a social constructivist’s
worldview means that for this project a universal truth cannot exist. It is believed that the

lived experience of parents navigating the world of cochlear implantation has multiple
realities. These realities were explored by interacting with the participants, using
multiple forms of evidence from different participants who all will have different
experiences and different perspectives. Epistemology refers to the process of knowing

and how knowledge is constructed (Hays & Singh, 2012). The epistemological stance for
this study was rooted in the belief that knowledge is unlimited and is co-constructed by

the researcher and the participants. Axiology is a branch of philosophy that refers to the

researcher’s values and how those values are revealed in the research process. The

researcher had a role as an instrument as data were collected and analyzed.

Research Context
This research takes place in a city in a Midwestern state. The city has the second
highest rate of poverty among large cities in the United States with 36.2% of the
population living in poverty and 18.2% living in abject poverty which means that the

household income is less than 50% of the national poverty rate
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(https://www.neoch.org/poverty-stats-2017). Within the city, there are substantial health

disparities and great inequality in terms of income, wealth, and employment. For
example, in the middle of the inner city, there is an expansive, $8 billion health care
system that covers 17 blocks. The wealthiest people in the world travel great distances to
this city, to this health care system to receive the best medical care in the world.
However, less than one block away, traveling north or south, the poorest people in the
city live in neighborhoods filled with vacant lots, abandoned homes, crime, and urban

blight (Diamond, 2017). It is in these poor neighborhoods in this city, the infant mortality

rate is three times the national average. Due to the high poverty in these areas, there are
other health disparities as well. The community that surrounds the medical icon has the
highest rates of reported “coronary heart diseases, cancer, diabetes, and chronic kidney

disease” (Diamond, 2017, p. 1).

While there are vast health disparities in this city, most major health insurance
companies, including Medicaid will fund cochlear implant surgery for children who are
deaf. Cochlear implant surgery is offered at two of the largest medical facilities in the

city, including the world renowned medical center mentioned in the previous paragraph.
Therapy following cochlear implantation may or may not be covered by medical

insurance. Insurance plans vary widely in terms of payment for communication therapy.
Children need extensive speech-language therapy, aural rehabilitation- and auditory-

verbal therapy to learn how to make sense of the sounds that they are hearing following
cochlear implant surgery. Therefore, children may have access to cochlear implant
surgery, but the therapy that is needed to maximize communication outcomes may not be

accessible to all.
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Intervention for children who have cochlear implants may be obtained at

university Speech and Hearing Clinics. There is one such Speech and Hearing Clinic that
is located near the center of the city in which this research study was situated. The
Speech and Hearing Clinic is housed in a new building on the college campus. It is

nicely decorated, clean, and welcoming. There is a diverse caseload of people who
receive services at the Speech and Hearing Clinic. In 2018, there were 3345 visits made

to the Speech and Hearing Clinic. There were at least 150 different families who sought

services for themselves or a family member who had been diagnosed with a
communication disorder. The clinic provides speech-language and hearing assessment

and intervention to people in the community across the lifespan. The clients who are
seen in the clinic are linguistically, culturally, and socioeconomically diverse. A recent
program assessment of the clinic found that approximately 25% of the client population

identified as Caucasian, 50% identified as being African-American, 15% were Hispanic

and 10% identified as “other.” Over 65% of the clients who were seen in the clinic in
2018 were from working-class or poor families. The remaining 35% represent middle
class families. Many families seek services at the university clinic because insurance

benefits have either reached a maximum reimbursement rate, or the insurance will not
provide coverage for speech and hearing services as they are often deemed to be not

medically necessary. No one is turned away from the clinic due to the inability to pay for
services. Most of the children who receive services at this on-campus clinic are educated

within the city’s school district in which 100% of the children who are enrolled qualify
for free and reduced lunch (http://www.clevelandmetroschools.org/domain/24).
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Sample

Non-probability sampling was used for this research study. Nonprobability
sampling is the “method of choice for most qualitative research” (Merriam & Tisdell,

2016, p. 96). Purposeful or purposive sampling was used. Hays and Singh (2012)
describe purposeful sampling as “establishing criteria to obtain information-rich cases of

your phenomenon” (p.164). The selection criteria included the hearing parents of

children who were born deaf. The term “parents” was meant to refer to primary
caregivers. This could have been a grandparent, aunt, or anyone who parents the child.

As it turned out all seven participants were hearing mothers. The child must have had
cochlear implants for at least five years. A period of five years gives sufficient

experience with the cochlear implant device. Moreover, after five years, the parents have
an opportunity to make decisions related to school placement to interact with the school

systems, teachers and to participate in the development of the Individualized Education
Program (IEP), which relates to one of the research questions. It was therefore important

to select purposefully from a sample that would be able to provide answers to questions

about the experiences of parents who have children with cochlear implants.
Initially, a convenience sample of parents of clients who received services at the

on- campus Speech and Hearing Clinic was sought. This yielded two participants. It was
anticipated that snowball sampling would lead to more participants. This type of
purposeful sampling involves asking parents to identify other parents of children with

cochlear implants who may wish to participate in the study. This was not the case. Most

of the participants in this research study reported that their child was the only deaf child
in the school or the only deaf child in their neighborhood. Some explained that the only
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interaction they had with other parents of children who had cochlear implants was in the
waiting room at the cochlear implant surgeon’s office. While most of the parent

participants in this study did not know of any other potential participants, two parents
were able to help. Each of the two parents who received services in our on-campus clinic

connected me to two additional parents who agreed to participate in this research study.

As it turned out, the children from both of the newly-referred families had also received
speech-language and audiological services at the Speech and Hearing Clinic in the past.

Both parents agreed to participate in the study. Neither of these parents knew of other

parents who might be willing to participate. Again, there were reports of being the “only
people in the neighborhood with children who were deaf.” I should have been more

cognizant of the fact that parents do not tend to know of other parents who have children
who are deaf since parents have documented feelings of isolation and being alone. In

addition, due to the low incidence of congenital deafness, most parents do not know other

parents who are raising children who are deaf. So, I reached out to a former student who
I remembered expressed concerns about her daughter who had severe hearing loss. I also

had the good fortune of having a current student who had two young siblings who both
had cochlear implants. Finally, a young college student walked into my office one day
asking for information about the American Sign Language Club. I learned later that she

had a cochlear implant. This student was not school aged. However, after discussing this
issue with the methodologist for this study, it was decided that we would include data
from the interview with the college student’s mother because the parent had lived through

raising a child who was deaf and making decisions throughout the years related to school
placement and therapy.
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Seven parents participated in this study. Initially, I did not have an ideal number

of participants in mind. Instead, I paid attention to thematic saturation. Bowen (2008)
said that saturation occurs after the researcher has brought new participants continually

into the study and the researcher begins to encounter “data replication or redundancy” (p.
140). In other words, saturation is reached when the researcher gathers data to the point

of diminishing returns when nothing new is being added. Fusch and Ness (2018) explain
that while there are no exact rules for determining saturation, one way to ensure that all

possible explanations for a phenomenon have been achieved would be to obtain data that
are both rich in quality and thick in quantity. Fusch and Ness (2018) stated, “Thick data

is a lot of data; rich data is many-layered, intricate, detailed, nuanced, and more. One can
have a lot of thick data that is not rich; conversely, one can have rich data but not a lot of

it. The trick, if you will, is to have both” (p. 1409).
Participant Demographics

While recruiting participants for this study was more difficult than I originally
thought it would be, I managed to recruit seven mothers who provided rich and thick data
that gave insight into their experiences with their children who had cochlear implants.
Moreover, the participants are diverse in terms of ethnicity and economic class by
income. I asked each participant to self-identify their racial and/or ethnic group. I used

an economic class categorization that was presented by the Pew Research Center (2015).
Parents were asked an optional question indicating which group most closely represented

their household income. The Pew Research Center (2015) used demographic information
to present the following breakdown of economic class by income: lowest income

included household income of $31,000 or less; lower-middle ($31,000 - $42,000); middle
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($42,000 - $126,000); upper-middle ($126,000 - $188,000); and higher income ($188,000
and above). Below is a chart (see Table 1) showing the participants in the order in which
they were interviewed, their reported race/ethnicity, and economic class/socioeconomic
status by household income. Each participant was given a pseudonym to replace the

actual name of the participant to protect their confidentiality.
Table 1

Participant Demographics

Pseudonym

Race/Ethnicity

Parental
Relationship

Zuri

AfricanAmerican

Mother

Economic
Class/Socioeconomic
Status
Lower-Middle

Christy

White

Mother

Upper-Middle

Sofia

Hispanic/
Puerto Rican

Mother

Lowest

Kia

AfricanAmerican

Mother

Lowest

Julienne

AfricanAmerican

Mother

Middle

Lindsey

White

Mother

Upper

Carlotta

Hispanic

Mother

Lower-Middle

Table 1 shows the demographics of the study participants listed by a pseudonym,
race/ethnicity, parental relationship, and economic class/socioeconomic status.

The participants were also diverse in that they have children of a wide range of
ages with varied patterns of cochlear implant usage. Three of the mothers who

participated in this study had two children who had cochlear implant surgery. One
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mother, Sofia had two daughters, one of whom had graduated from high school at the
time of the interview. The younger daughter was still in high school. The focus of the

interview questions was on the sibling who was still in the 11th grade. Four others had
only one child who had a cochlear implant. The children of the parent participants

ranged in age from 3 to 24 years. The age at which the children underwent cochlear
implant surgery ranged from 12 months to 8 years of age. See Table 2.

Table 2

Children of Participants by Gender, Age, Grade and Degree of CI Use
Gender/
chronological
age of child
with CI
F/ 3 years
F/ 6 years

Age of child at
implantation

Grade in
school

Cochlear
implant use

1 year
18 mos.

Preschool
1st Grade

Full time use
Full time use

Christy

M/ 6 years
F/ 9 years

1 year
22 months

1st Grade
3rd Grade

Full time use
Full time use

Sofia

F/ 16 years
F/ 18 years

3 years
5 years

10th Grade
High School
Graduate

Does not use
CI
Does not use
CI

Kia

M/ 11 years

1 year

5th Grade

Intermittent
Use

Julienne

M/ 18 years

6 years

12th Grade

Does not use
CI

Lindsey

F/ 24 years

8 years

College
student

Full time use

Carlotta

M/ 17 years

4 years

11th grade

Intermittent
Use

Parent
pseudonym

Zuri
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Data Collection Methods
Data collection methods included the use of a brief questionnaire to obtain
demographic related information such as race and/or ethnicity, household income range,

number of children, etc. Semi-structured interviews and a review of other documents
and/or artifacts were also used.
Questionnaire

A brief questionnaire was given to each participant to collect demographic
information. This information was used to screen the participants to make sure that they

met the criteria to participate in the study. Questions included the chronological age of
the child/or each child diagnosed with severe to profound sensorineural hearing loss, how
old the child was when the cochlear implant surgery occurred. The gender of the child,

grade in school, and residential zip code were documented. A sample of the
questionnaire is attached as Appendix A.
Interviews/ Semi-structured Interviews

Interviews are commonly used in qualitative research (Merriam & Tisdell, 2016).
Merriam and Tisdell (2016) said “Interviewing is necessary when we cannot observe

behavior, feelings, or how people interpret the world around them. It is also necessary to

interview when we are interested in past events that are impossible to replicate” (p. 108).
Each participant was interviewed three times. The average length of the first two
interviews was 55 minutes. The third interview lasted 30 to 40 minutes. The interviews

were conducted between May 2019 and March 2020.

The first two semi-structured interviews were organized to collect data around
the decision to pursue cochlear implants, the experience of the child’s school aged years,
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and family dynamics before and after the child received the cochlear implant. The
interviews were designed in such a way that rich and thick descriptions were captured.

The participants gave detailed, specific information relating to their journey that began

with the diagnosis of deafness. They told their stories about the decision making process
that included whether or not to have the surgical intervention, to the school and therapy
experiences that followed the surgery. While I organized each interview to cover specific

topics, the narratives took on a life of their own. Some parents talked in depth during the
first interview about school experiences, others wanted to discuss their interactions with

audiologists and the cochlear implant medical team. Other parents chose to talk about
how their child was currently doing with school, work, and creating friendships. I
learned quickly that the interviews would not follow a script or pre-determined order, and
that I seemed to obtain more interesting stories when I allowed the participants to simply

tell their story. I re-directed the questions as I needed to, and after the first two
interviews, I had a wealth of valuable data. This is one of the primary benefits of semi

structured interviews.
Semi-structured interviews are very flexible. They are “sufficiently structured to

address specific topics related to the phenomenon of study while leaving space for

participants to offer new meaning to the study” (Galletta, 2013, p. 24). There is also
flexibility in the wording and order of the questions. Sample interview questions can be

found in Appendix B. The third interview was used to circle back to clarify data, expand
on some questions, and to make sure that I had accurately captured and recorded the

participants’ emerging story.
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I gave the participants a choice of where the interviews would take place.

Sometimes, I met participants for interviews in a quiet area in the Speech and Hearing
Clinic or used an empty classroom on campus. Other times, we met in their homes. The

interviews were audio-recorded and the recordings were orthographically transcribed.
Artifacts

The participants were invited to choose an artifact to discuss at the first interview.

Sometimes, parents forgot about the artifact and chose to present an artifact during the
second or third interview. When I planned the research study, I wanted to use the artifact
to generate conversation and to aid in helping participants feel more comfortable and at

ease with the interview process. I am pleased that the parents seemed very comfortable
and were willing to share their stories. I was pleased to listen to them tell their stories

about the artifacts. Creswell (2013) identified several types of artifacts that could be used
to gather the stories, including “field texts,” stories that are written in a journal or diary,

letters, memos, and even photographs can be used to record the life experiences of the
participants. The artifacts that the participants contributed to this research study were
helpful to the researcher in developing an understanding of how the parents made sense

of their world. In Table 3 below, each participant is listed, represented by their

pseudonyms describes the shared artifacts along with the significance of the artifact.
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Table 3

Artifact List
Participant
Participant 1 Zuri

Participant 2 Christy

Participant 3 Sofia

Artifact
(What is it?)
Malia’s and Amirah’s aided
audiograms
(I have the copies, but re
created them on new
audiograms so that the
hospital, audiologist, and
patients’ names are not
revealed)

Significance
I think it really shows the
difference in hearing with no
aids, with hearing aids, and
with the cochlear implant.

Zuri said the audiogram gives
her “courage” to keep going.

Christy had a photograph of
Erin getting a manicure.
She had pink bows in her
hair. She was having bright
pink nail polish applied.

Christy said Erin was such a
“girly girl,” and that pink has
always been her favorite
color. This photograph
captures Erin’s personality.

Christy also had an artifact
related to her son Braxton.
She took out a small gift
like package of white
wrapping paper, a tiny, soft,
blue, and white bonnet with
green felt dinosaurs sewed
on it. The chin straps held
Velcro strips.
(I did not take a picture, but
wrote a memo right after so
I would not forget what the
hat looked like)

This was a hat that she made
to keep Braxton’s cochlear
implant in place. Christy said,
“Whenever he wore this hat,
he could not rip the cochlear
implant processor off.”

A self-portrait that Isabella
created at the Cleveland Art
Museum. It was framed

Isabella is such a talented
artist, to have of a picture of
her

(I have the picture)

completing a self-portrait,
really touched me.
Sofia took a poem that was
on Natalia’s mirror in her
bedroom. Sofia said that
this poem captured Natalia’s
personality.
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Participant

Artifact
(What is it?)

Significance

Participant 4 Julienne

Nathan’s first driver’s
license

Julienne said, “He lost [his
license] in the house and had
to get a replacement. But
when I found this, I kept it.
One because his face is so
cute. He still looks like my
baby, but two, girl . . . I never
thought it would be possible
for him to drive and be
independent like that.”

Participant 5 Kia

Picture of Elijah holding a
Spiderman chapter book
(Kia sent me a copy of the
photo)

Kia showed me a picture of
Elijah standing tall and proud
holding a book between his
two hands, smiling a big,
bright smile. Kia said, “Here
is a picture of Elijah with the
longest chapter book that he
has ever read. You know how
hard reading is for him. I was
so happy when he finished it
and could actually answer
“Wh” questions about it.”

Participant 6 Lindsey

Lindsey shared a
photograph of Ashley
wearing on pink sock and
one green sock. She had on
a blue skirt and a white t
shirt. Ashley was pouting in
the photograph with her
hands on her hip.

Lindsey said that Ashley has
always had a “strong
personality.” She always took
charge of what she decided to
wear. Lindsey said, “She was
not happy in this picture, and
even though she may have
had a hard time telling you
that, you can clearly see on
her face that she is NOT
pleased, though I do not
remember what happened to
cause that face at this
moment.”

Participant 7 Carlotta

Photograph of Mateo at
birth and his school photo
from this year in a side by
side frame

Carlotta has such joy on her
face as she talks about how
beautiful Mateo was as a baby
with those “big brown eyes.”
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Participant

Significance

Artifact
(What is it?)

She said he still has the same
“beautiful” face as a teenager.
Her tone made me smile too.

Documents

The participants were asked to share any documents that they felt comfortable

sharing. Three participants (Sofia, Julienne, and Kia) shared copies of the Individualized
Education Program (IEP) annual report from school. While I did not copy the IEPs, I

took notes from each report that documented the child’s reading level and some of the

goals for the academic year. Zuri and Julienne shared audiograms that displayed hearing
test results for their children.

Memos
Memos were written throughout the research process. Memos provided me with a

mechanism for putting my thoughts on paper. I used the writings as a method to
“facilitate reflection and analytic insight” (Maxwell, 2013, p. 20). Writing memos is
important to the data analysis process because “this is often the initial analysis that occurs

with new data” (Hays & Singh, 2012, p. 297). I discuss writing memos as a method to

maximize trustworthiness later in this chapter.

The memos were coded and filed as data. The memos were organized in a

systematic, retrievable form, carefully dated and noting the subject. Memos were written
after each interview. The memos were dated. Occasionally I wrote memos when I was
thinking about the data, the participants’ experiences, or the research study in general.
I also wrote memos as data were being coded to explain chosen codes. I kept all

iterations of the development of the codebook.
109

Data Analysis
The sources of data included a brief questionnaire, transcribed texts of the
interviews, artifacts, documents, and memos. The systematic analysis of data was

inductive. Data analysis was conducted along with data collection. Data analysis was
iterative and continued throughout the research study.

The interviews were transcribed verbatim. They were checked for accuracy of
the transcription, and then read and re-read. Next, the data were organized and labeled or

coded using terms that reflect the meaning generated by them (Galletta, 2013). Saldana

(2016)
defined a code as “a word or short phrase that symbolically assigns a summative, salient
essence-capturing, and/or evocative attribute for a portion of the language-based or visual

data” (p. 4). Codes “represent a core level of meaning” (Galletta, 2013, p. 123).
I used the procedure described by Saldana (2016) for coding cycles. In Vivo

Coding methods were used where appropriate during the first cycle of coding. In Vivo

coding is “literal” or “verbatim coding.” Saldana (2016) said that “In Vivo coding is

appropriate for virtually all qualitative studies, but particularly for beginning qualitative
researchers learning how to code data” (p. 91). In Vivo coding also serves to focus on
the participant’s voice (Saldana, 2016). During the second round of coding, the codes
were grouped as they exhibit relationships with other coded data (Galletta, 2013). I

looked for similar themes that emerge from the data. I looked for themes and patterns
that provided insight into the research questions. I remained open to the fact that
unexpected outcomes might emerge from the data. This certainly happened. I also used

a technique described by Galletta (2013) which involves keeping a written record of
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thematic codes. I developed a codebook. The codebook included the code name,

meaning, exemplar, or most clear or compelling example of the code. Finally, I looked
for patterns of themes not only in the interviews but in other data sources as well such as

artifacts, documents, and memos.
Narrative research is distinctive for “representing social phenomena in its full

richness and complexity as well as providing a particularly generative source of
knowledge about meaning individuals ascribe in their daily social contexts” (Ntinda,

2019, p. 412). There is no set approach when it comes to analyzing narrative data. This
created a daunting task for me. After reading and re-reading several textbooks, articles,
and dissertations that used narrative inquiry, I was more confused than ever. Some
researchers included participant stories and others did not. While I knew that I needed to

present the stories of the participants, I also wanted to explain the thematic development
of the data. Polkinghorne (1995) described two types of narrative analyses: narrative and
paradigmatic. Narrative analyses produce stories that are co-constructed between the

researcher and the participant. Paradigmatic analyses make use of inductive and
deductive methods to identify themes. Sharp et al. (2019) said, “These analysis methods

can be used separately, or in combination, depending on the aims of the research” (p.
862). Polkinghorne (1995) explained that both types of analyses make “important

contributions to the body of social science knowledge” (p. 21). I made use of both
narrative and paradigmatic analyses in this research study.

Researcher as Instrument
I was particularly aware of my role as the primary instrument for data collection

and analysis. In qualitative research, tests, surveys, and other instruments are not used to
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yield data. The concept of the researcher as an instrument takes into consideration that
interference can be introduced since the researcher “extends questions and pursues ideas
conveyed in the participants’ responses, probes particular statements, and encourages, as

well as sometimes shuts down participants’ responses” (Galletta, 2013, p. 104). My
thoughts, experiences, and all of the factors that are uniquely specific to me had the

potential to influence my research. This process involves subjectivity and lends itself to
the possibility of researcher bias.
I also had an insider positionality. My area of practice and knowledge as an

audiologist gives me insider status. I have spent the last 30 years of my life testing
hearing, diagnosing various levels of hearing loss, and making recommendations
following the family’s wishes, to maximize communication ability for the person with

hearing loss. The focus of my profession is to help people find access to communication
by giving them the best access to sound that is possible. I have been privileged to see
firsthand that children with hearing loss can grow up and excel academically. Some of
these children utilized assistive devices such as hearing aids and cochlear implants. I

have also agonized over children who were born with hearing loss who grow up

functionally illiterate as teenagers. During my career as an audiologist, I have seen

children who receive a cochlear implant, do not use the device, and now as teenagers,
read at a 3rd or 4th grade level.
My insider positionality also includes the fact that I am a mother. While neither of
my sons had life altering surgery, I have spent my share of evenings in the emergency
room with my youngest son who has had Type I diabetes since the age of 11 years.

Having a child with a health-related diagnosis forces one to deal with medical experts

112

who sometimes overlook the difficulty of managing a child who has his own personality.
I have noticed how few medical personnel acknowledge the fact that certain medical

diagnoses and recommendations have the potential to impact the entire family.

Since I was the primary instrument of data collection and analysis, and due to my
insider positionality, it is important to acknowledge the possibility of introducing bias

and subjectivity. However, I was diligent in implementing multiple strategies to attain
high levels of quality that are expected in scientific inquiry. These strategies were

specifically aimed at achieving trustworthiness and rigor throughout this research study.

Trustworthiness
“Validity is defined as evidence of authentic, believable findings for a

phenomenon from research that results from a strict adherence to methodological rules
and standards” (Hays & Singh, 2012, p. 192). In qualitative research, validity is known
as trustworthiness, which is “the truthfulness of your findings and conclusions based on

maximum opportunity to hear participant voices in a particular context” (Hays & Singh,
2012, p.192). Hays and Singh (2012) suggest several criteria for trustworthiness. Lincoln
and Guba (1986) suggested four principles that can be used to evaluate rigor in

qualitative research. These four criteria of credibility, transferability, dependability, and

confirmability were used in this research study.
Credibility is the extent to which the research findings are plausible. Korstjens
and Moser (2018) explained that credibility relates to the “confidence that can be placed

in the truth of the research findings” (p. 121). Strategies to meet the criteria of
trustworthiness included triangulation of the data sources, persistent observation, and
member checking. Multiple data sources were used including semi-structured interviews,
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a questionnaire, and artifacts. Each participant was interviewed on three separate
occasions. The time between interviews was sufficient to allow the researcher and

participant to reflect on the information that had been collected and allowed the

researcher to circle back to data that was unclear. Spacing the interviews also allow the
researcher and the participants to construct meaning. I hand-delivered the transcriptions

from the first two interviews to six of the seven parents about one week before the final
interview. I gave the transcriptions from the interviews with Lindsey to her daughter
who is a student at the university where I work. Lindsey suggested that I give the
transcribed interviews to her daughter, Ashley, for convenience. The third interview, and

final interview then, was used to check with each participant to verify whether or not the
emerging narrative reflected their truth. Participants were encouraged to add and/or
delete any comment or information to capture as accurate a story as humanly possible.

Transferability is the degree to which the depth of descriptions of the research
study can inform other contexts or settings with different participants. To ensure

transferability, I provided thick descriptions that were detailed descriptions throughout
the entire research process which could enable others to apply the findings to outside
contexts or settings. I provided descriptions of the participants and their experiences in
addition to the descriptions of the context so that the experiences are meaningful. This

was further facilitated by my memos and notes about my thoughts and impressions
following each interview. I wrote memos about thoughts that I had about the research
and what made sense and what did not make sense to me. I also wrote as I collected data
and developed codes. I explained why codes were chosen, and their meaning. Thick

description was a strategy that was used throughout the research study.
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I also maintained an audit trail throughout the research process. I maintained a

timeline of my research activities, described how the participants were contacted, where

the interviews took place, participant contacts, who was present at the interviews, the date
and time of the interviews, a full description of the artifacts, and when they were shared
with the researcher. The audit trail consisted of many documents that serve “physical
evidence of systematic data collection and analysis procedures” (Hays & Singh, 2012, p.

214).
Dependability is the stability of the research results over time. While it is difficult
to reproduce qualitative data, I have taken care to be transparent, logical, and methodical

about every aspect of this research. There is a reproducible audit trail. I provided
detailed explanations about how the participants were contacted, memos were written

after every interview, a log was created that document dates of the interviews, and dates
the memos were written. I kept a record of the collected artifacts. The interviews were

orthographically transcribed and they were cataloged by participant and date. The
transcripts were shared with participants to ensure the accuracy of the transcribed

narratives. I wrote memos as I collected data, developed codes, and kept a record of all

iterations of the developing themes.
Confirmability is similar to the principle of internal validity and refers to whether
the findings are reflective of the data and not biased by the researcher. During the third
interview, I asked each participant if I had accurately captured their stories. I asked if
there was a need or desire to change any details or to omit any part of the narratives.

Again an audit trail and records of the path of this research study were kept throughout
the study. I used direct quotes from the participants to explain the findings.
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Finally, a peer auditor reviewed data analysis and listing of the codes and their
meanings. The peer auditor asked questions throughout the research process regarding
meaning-making.

Acknowledging my role as the primary instrument for this research study and

acknowledging my positionality were critical in the development of multiple strategies
steps that I needed to take to maximize trustworthiness.

One such strategy included writing reflexive memos (Hays & Singh, 2012). To

reiterate, I wrote reflexive memos after each interview to express my thoughts, feelings,

reactions to data, and interpretation of data. I looked for any instance that may point to a

compromise of ethics, and documented those instances. Below is an excerpt from an
interview that I completed in the summer of 2019.
I interviewed Kia today, the mother of Elijah. Elijah is now 11 years old. I met
Kia at her new home. She said that she needed a bigger house now that she is
engaged and gaining a “blended” family. I got there about 5 minutes early but
waited about 30 minutes until she could talk to me. A man was there giving her
quotes on repairs that needed to be completed on the house.

Elijah was there! He waved at me, but I did not know who he was. I had not seen
Elijah since he was about 4 years old. I used to supervise students during home
visits with Elijah. When I realized who he was, I signed to him, and asked if he
remembered me, “kind of” he signed back with a smile.

He was waiting in an empty room that seemed like it would probably be the
dining room. It was a nice house, an older house, with lots of interesting built-in
china cabinets that I really liked. Elijah’s grandmother was sitting in a lawn chair,
like Elijah in the dining room. It was quiet in there because Elijah was playing a
game on Kia’s cell phone. The grandmother was not talking to him, and she does
not know how to sign.
I asked her if she knew sign and she said “No.” She said, “at one time, I tried to
sign, but I just couldn’t learn it.”

The grandmother said that she actually remembered me. I don’t remember her,
but I do remember his grandfather. I remember when his grandfather told me that
I would not need to visit Elijah so much because Elijah was a biblical name, and
“God will cure him of his deafness.”
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Elijah and Kia moved a lot. East Cleveland, Cleveland Hts., Cleveland, etc. They
moved a lot. I never met Elijah’s father, but Kia got married when Elijah was
about three. She had another baby boy, Zion, who is hearing. I asked about
Zion’s Dad, and she made a face... “We are NOT together anymore. That was a
hot mess!”

She is now engaged to a young man who has three boys. The two of them (Kia
and her fiancée) will be raising 5 boys!
Anyway, while I was waiting for Kia, I learned from Elijah and his grandmother
that Elijah had just come home from camp that very morning, and he was crying
and upset because he lost his cochlear implant processor at camp. The counselors
all looked for it, but could not find it.

“I just lost it today,” he signed. “Not my fault!” he continued.

Elijah appears to be an intermittent cochlear implant user. This is consistent with
what I observed years ago. I remember that he threw the cochlear implant
processor out of a moving car on the freeway once. His mother talked about that
incident today. We could laugh about it now. Then once the janitor at school
found it under what was a mound of snow that had melted. He “dropped” it in the
snow upon entering the school building. The audiologist used the serial number
to trace it back to Elijah.

Kia said that it is very interesting that Elijah signs when he does not have his CI
on, but talks when he is wearing the processor. She said it’s almost like he
doesn’t realize that he can still talk, even if he cannot hear himself, others can.
Kia said that she has told Elijah about this before, but he continues with this
pattern, no implant—sign, implant—talk.

His speech is fairly unintelligible. You really have to listen closely and use a lot
of contextual clues to figure out what he is saying.

This interview shed light on things that I did not know about Elijah and Kia’s
journey. I never knew that she felt “bamboozled” by the cochlear implant team.
She told me that they did not present any other options to her. She had never
heard of Deaf culture and learned about it by taking a class. This is the second
mom, who told me that they enrolled in a college course to seek information and
answers. Kia said, “I didn’t know that it was possible for Elijah to be happy
without getting the cochlear implant.” She said that the CI team should “take off
the rose colored glasses about cochlear implants and tell it like it is, the whole
story to parents without picking only the positive aspects to share.”
When I met Elijah, I think he was just almost one year of age. He had the
cochlear implant surgery on his first birthday. He was implanted on the other side
on his second birthday. I was fairly certain that Kia had chosen the implant and
was comfortable with her choice.
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Elijah uses the implant intermittently, and rarely wears both implants at the same
time. Kia said that she did not want him to lose both CI’s so she only put one CI
on at a time (Wilhite, 2019).
This interview made me wonder if I should have included the discussion of Deaf

culture into at least one of our many meetings. When I met Kia, she had already decided
to pursue cochlear implantation. I assumed that the discussion had taken place as Elijah

moved through the cochlear implant candidacy procedure. I just feel that I should have
had that discussion with her as an extension of the early intervention services we

provided to her family at that time.
Ethical Considerations
This study was approved by the Internal Review Board. Each participant signed
an Informed Consent Form and was made aware that they could withdraw from the study

at any time, without penalty. I have also done my best to protect the confidentiality of
my participants. I have developed pseudonyms for each participant and their children.

Participants were, however, made aware that while I have done my best to protect their
confidentiality that each story is incredibly unique to that individual and it might be
possible to identify a participant by the details of the narrative about the experience of
raising a child with a cochlear implant.
Threats to Trustworthiness

While precautions were implemented to minimize researcher bias and maximize
trustworthiness, there is always a possibility that researcher subjectivity played a role in
the collection and analysis of data. There was a threat to trustworthiness because I had a

professional relationship with some of the participants. It is possible that participants

communicated what they thought the researcher wanted to hear. It is also possible that
some of the participants who were unknown to me may have only highlighted positive

118

aspects of the journey through cochlear implantation. While the possibility of threats to

rigor and trustworthiness exist, there is inherent value in this qualitative research study.
This research study presented an in-depth examination of the lived experience of parents
who have children who have undergone cochlear implant surgery. It reveals the

complexities that are encountered by a diverse group of participants. These parents’
stories provided insight into the complexities of making decisions related to cochlear
implants use, therapy, and education for their children. I believe this research will

provide audiologists, speech-language pathologists, and other members of the cochlear
implant team with a treatment approach that fosters a supportive health care environment
that allows the parents and children in their care to thrive.
Summary of Methodology

This chapter provided the methodological approach, theoretical framework,

participants, data collection, and analysis that were used in this research study. To
summarize, this qualitative research study using narrative inquiry provided a mechanism

through which parents were able to share their stories about their lived experience of
raising a child with a cochlear implant, and specifically narrate their experiences with

autonomy, competence, and relatedness as they made decisions about cochlear implants,

their use, and educational opportunities for their children.
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CHAPTER IV

PARTICIPANTS’ STORIES

Introduction
The purpose of this study was to examine the lived experiences of hearing parents
who are raising children with cochlear implants. The overarching research question that

guided this study was: What is the experience of hearing parents who are raising a child
with a cochlear implant? Within this question are four related questions:
1. To what extent were parents’ basic psychological needs met before, during, and

after the decision to pursue cochlear implants?
2. What were the parents’ feelings of autonomy, competence, and relatedness as

they navigated decisions related to their child’s academic development?
3. How was the satisfaction of parents’ needs for autonomy, relatedness, and
competence related to the consistent use of the cochlear implant device?

4. How have family relationships been altered due to the child’s hearing loss,

cochlear implant, or use of the device?
In this chapter, I present co-constructed stories or narratives of the participants.

Clandinin and Connelly (2000) describe the deep influence of philosopher John Dewey
on their thinking about narrative inquiry and storytelling. Dewey used the terms
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situation, continuity, and interaction to describe an individual’s experiences. Clandinin

and Connelly (2000) use the terms “personal and social (interaction); past, present, and

future (continuity); combined with the notion of place (situation)” which create “a
metaphorical three-dimensional narrative inquiry space” (p.50) that are used in this
research study to support the construction of stories about parents’ lived experiences of
raising a child who has a cochlear implant.
As you read the narratives of seven mothers, you will find details about their

personal and social aspects of the experience. Personal feelings and emotions that were

experienced along their journey as well as environmental influences, and interactions
with members of the cochlear implant team and teachers are explored. Continuity or

temporality components will describe how parents felt in the past about the diagnosis of
deafness, how they feel about it now, and what may take place in the future based upon

their past and current feelings. Finally, the situation or place is presented to paint a
picture of the participants’ physical landscape which could have an impact on their
unique experiences.

Zuri
Zuri is a young mother. She appears to be in her mid-twenties. I first met Zuri

when she was enrolled in a course that I taught. She was very quiet and petite. Zuri is an

African American Muslim. She often walked into class with her head down, and slightly
bent shoulders, almost as if her clothing was too heavy for her small frame. It was not
until the end of the semester when she waited to talk to me after class about her 11-

month-old daughter, Malia. “My daughter has a hearing loss,” she said. “I don’t know if
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it is as bad as they are telling me. They want her to have a cochlear implant, and I am
just not sure about it.”
The Hearing Tests Begin

Malia was seven years old at the time of our first interview. This interview

revealed so much more than I ever learned from Zuri when she was my student. Zuri
recalled her exuberance and joy as she looked into the face of her beautiful, healthy baby
girl, with tons of thick, dark hair. Zuri was all dressed and anxiously waiting to be

discharged from the hospital after her daughter was born. The discharge was delayed due
to Malia’s hearing screening.
I could not imagine what was taking so long. When they came back with her,

they said, ‘We did the test three times and we could not get her to pass in either

ear. It could be because she had a quick delivery. She could still have fluid in her
ears. We just want you to follow up.’

Zuri was not very concerned at that point because no one in her family or her

husband’s family had a history of hearing loss. She had a perfectly uneventful pregnancy
and delivery. There were no complications. Several months later, she took Malia to a
well- known hospital for additional testing. The results revealed a profound
sensorineural hearing loss in both ears. Malia was deaf. However, Zuri continued to

receive confusing information, so she requested that additional hearing tests be

completed.
I thought she could not hear because she had multiple ear infections. Maybe it

was the ear infections. What they were saying did not match what I was seeing.
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When my husband rang the doorbell, she turned to it! How can she be turning to
sound if she is deaf? It just didn’t make sense to me.

Zuri narrated her experience with the audiologists as well.
The audiologists didn’t explain things either! When she did the OAE test, she

said, “Oh, she’s got some passes!” I didn’t even know what that meant. I just
thought it meant, OK, so you were wrong. She does hear! But, they don’t explain

anything! Why do these tests?

When she was an infant, she would be sleeping in my arms and they would do

like bone conduction tests and other tests, and I didn’t know what was going on
really. I just knew that they were doing some testing and I knew she was sleeping

soundly through it all. I’m like, is she supposed to be waking up? Because I’m
hearing it, the little earbuds were in her ear and I’m holding her. I hear the
sounds, but she’s knocked out, and I’m like what are they testing, exactly?

They do not explain any of this. I never thought about this before, but how can
you run a test on someone and not tell them exactly what you are doing and why?

It makes you feel terrible. It’s so frustrating. It’s very, very frustrating.
Zuri looked off at a distance as narrated how she went through a series of various

audiological tests with long names and acronyms, ABR, OAE, etc. She was frustrated
and confused because the audiologists did not explain each procedure, what the letters in
this professional alphabet soup stand for, and how one procedure was different from the

next. As they moved from one test to another, she found herself in a state of confusion
and frustration.
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The Diagnosis and the Pressure

By now, the audiologists and physicians were growing impatient with Zuri. She
requested yet another hearing assessment. After the Auditory Brainstem Response test,

the audiologist confronted Zuri.

She looked at me and said, “If you ever want her to say ‘I love you, Mom,” then
you better get the cochlear implant. She is deaf, nothing else is gonna help her!”
I could not find my way out of that hospital that day. I was completely

devastated.
Zuri was not given options or a rationale for the recommendation for a cochlear
implant.

She felt that she did not have enough information to make a good decision for her

daughter. Zuri also felt that the medical team was not answering her questions.

They were all just pressuring me. They were just pushing the cochlear implant.
Like, honestly, they don’t even talk to you about options. They don’t answer your

questions. They assume that you know and understand, but that’s not really
what’s it’s like.
Seeking information

Zuri said that she felt “completely ignorant on the topic of hearing loss and
cochlear implants.” The cochlear implant team at the hospital failed to provide her the

information that she needed. Nor did they anticipate or answer her questions. It was at
this time, that Zuri decided to find the information that she needed on her own.

There I was with a deaf child and the little information that they gave me did not
make any sense at all to me. So I decided to take an audiology class to help me to
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figure out how to help Malia. It wasn’t until your class that I understood that
being deaf does not mean you cannot hear anything at all. It’s not that she doesn’t

hear anything whatsoever, she might not be hearing clearly, well, she’s definitely
not hearing well enough to have intelligible speech or anything. But she could

hear a sound if it was loud enough.

When you played that video clip that simulated hearing loss and we could hear

what they are able to hear, that is when I literally decided, OK, let’s get this
surgery.
The surgery

Zuri had strong support from her family during the surgery and after. She and
her husband agreed to the cochlear implant surgery. Zuri recalled sharing all that she had

learned about hearing loss and cochlear implants with her husband. She said, “He really
trusted that we were making the best choice for Malia.” She was concerned about the

actual surgery procedure because this was her firstborn child who was completely

healthy. “The thought of them drilling in my baby’s head gave me nightmares,” Zuri

said, “but this was for her future.” Zuri’s mother was also particularly helpful and
supportive of Zuri and her family throughout the surgery. Zuri’s mother was also very

important to Zuri as she took Malia to many of the many appointments that followed the
surgery.
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If You Don’t Know What They are Talking about, How Can You Ask a Coherent

Question?

Zuri felt confident in her choice to pursue the cochlear implant surgery for Malia
but felt that she wasted significant time in coming to the decision. She still feels bitter

about the lack of information she received from the medical team.
Doctors need a lot of work. They need to come down to the level with their

patients and explain to them what is really going on. For example, I thought my

daughter’s hearing loss was due to an ear infection! I kept saying, she just had an
ear infection and she just finished her dose of amoxicillin. Can you give her a test
now? She has a sensorineural hearing loss. I felt like they did not explain that to

me. Like what the heck is sensorineural anyway? They never told me what that

was. Literally, I learned it in class! Like a year after I had her, the ENT showed
me a diagram of the ear and showed me the middle ear and how she has fluid and

needs tubes. But he never really explained anything, about what part of the ear
was causing the sensorineural hearing loss. What part are you talking about? It’s
just terrible! They do ask if you have any questions, but if you don’t know what
they are talking about, how can you ask a coherent question?

Activation Day — Truly a Moment I Will Never Forget

Malia’s cochlear implant was activated six days before her second birthday.

Activation day is when the audiologist maps or programs the cochlear implant electrodes
and turns the device on, allowing sounds to enter the auditory system. Zuri recalled that
the sun was shining very brightly that day. It was as if the day began with joy. Zuri said
Malia was in a great mood. She said that Malia looked like a “little doll in a pink dress,
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with a white bow around the waist, white socks, and pink shoes. Zuri was holding her
breath as the audiologist worked in silence. The audiologist turned to Malia’s parents

and said, “OK, I am going to turn on the microphone now. Malia will be able to hear
sounds from us now.” Zuri’s eyes filled with tears of joy as she watched Malia turn to

the sound of her voice.
Malia turned to everything, it was truly a moment I will never forget. Her eyes

widened and she smiled when I said her name. My whole body was shaking and I

could not stop the tears. My baby could hear my voice!
A Suitcase Filled with Wires
Zuri’s joy was slightly tainted by the daunting display of hardware that was to be

used with the cochlear implant. She began to feel overwhelmed and incompetent when it

came to operating the cochlear implant device.
There were so many new terms and so much equipment. They give you this big
old suitcase to take home. The suitcase is filled with so much stuff, so much
stuff. It takes about an hour to an hour and a half to finish the session where they

are doing the first mapping. The audiologist is mapping and explaining

everything to you, what every wire is for, and how to use everything. Your
emotions are all over the place. Your baby is hearing for the first time, and that’s

all you can think about, now ‘this wire goes here and remember to charge the

batteries for the processor.’ It’s kind of like, ‘I hear you lady, but I’m not going to

remember all of this!’ So, I think that’s something that you have to learn as you
go along.
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In the weeks that followed Malia’s cochlear implant activation, Zuri was

overjoyed. She
recalled so many instances when Malia clearly responded to sound. When they got home,
Zuri turned on the television. Dora the Explorer was on. It was Malia’s favorite show.
When the theme song came on, Malia jumped up and ran to the television. Her

mouth flew open as she pointed to Dora. She ran to take my hand as she pointed
to Dora. I remember saying, “Yes, sweetheart, I hear Dora too! Yes, the TV

makes noise!”
So Many Appointments- A Lifetime Commitment

Zuri was now juggling many follow up appointments with audiology, the ear,
nose and throat doctor as well as speech therapy appointments. These appointments did
not include regular well-baby checkups and the occasional childhood illnesses that often

results in an unplanned visit to the pediatrician’s office.

There were so many appointments. I was a full-time student. My husband

worked full time. If my mother had not stepped in to help me with all of these
appointments, I would have been lost. We had follow up appointments with the

audiologist, there were ENT follow up appointments, regular well child
appointments, and speech therapy at least twice a week.

Zuri said that she had no idea that the cochlear implant was tied to a lifetime
commitment of speech-language therapy for her children
Honestly, when we were deciding about the implant, I didn’t know that we’d still

be in therapy today. Five years later! Multiple appointments every week for five
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years . . . literally every week. No one explains that this is a lifelong

commitment.

Decisions About School
Preschool. Zuri began to look for a preschool program for Malia. After visiting

several schools, she found a unique public school that seemed perfect for her daughter. It

was an all-girl school near her home. Malia would be mainstreamed because there were
no special classrooms for children with hearing loss at this school.
I chose an all-girl school for Malia. The school was in a nice neighborhood. I

was happy that I would not have to worry about bullying or anything like that.
She was four and in pre-K. The teachers and children were very friendly. It
seemed perfect for all of us.

The moment that broke my soul. Zuri felt that Malia was acclimating nicely

to her new school environment. Malia happily got up every morning and looked forward
to going to school. Zuri had begun to volunteer at the school, particularly in Malia’s

classroom. Zuri had an epiphany after reading a story to Malia’s class.
The kids were supposed to go to their journals and just draw a picture about what
they heard. So all the kids are sitting down drawing in their journal. You know,
they’re drawing things that I couldn’t identify, but they knew what the story was

about and could explain it. Malia was sitting looking at a blank page.
And I walk over to her table, and the kids are asking for help or (saying) “What
do you think about this?” And I looked at Malia. She was literally copying the

picture that the girl next to her had drawn in her journal. I asked her, “Malia, what
did you like about the story?” She just looked at me with a blank expression. I
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am not sure that she even heard any of that story. I remember that our speech
therapist told me that sometimes kids with hearing loss spend so much time trying

to decipher spoken messages, even with the cochlear implant, that they have no
brain power left for auditory memory or higher level thinking. I also think that

sometimes, a child who is not hearing clearly can just kind of zone out and stop
trying. I think that is what was happening to Malia, she was giving up. I was

like, yeah, I have to get her out of here. They are not helping her to catch up.
I feel like she was one of those kids who would just be like passed along, but

really needed a lot of help in this area. I felt like they were never going to help
her because she is the only kid in the classroom that needs help like that. She was

the only deaf child in the entire school. When I saw that, I stood there and I asked
her, “Malia, what was the story about?” “Tell me what did you like?” And she

was just kind of like, just sitting there and she didn’t know what to say.
And I started to cry and I was like, “Okay, I can’t even stand right here first of all
because I’m not just volunteering in a classroom just for her. So I have to keep
moving.” But that broke my soul!

And I kept thinking about that all night, ‘My baby could not tell me one thing, not
one sentence about this story!’ They had a good curriculum that was very broad,

but it doesn’t fit her. It doesn’t benefit her.

Zuri acknowledged the speech and academic gains that Malia had achieved with
the cochlear implant. Malia’s speech and language were improving every single day. She

faithfully attended therapy sessions. Zuri could communicate with Malia using speech

with ease. Yet, in the academic setting, Malia was not like a child who is hearing. Zuri
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realized that Malia still needed support. It was not easy for Malia to listen to people
talking, or listen to a story without having someone direct questions to her in a small

group or one-to-one setting. Zuri said, “I was stunned! Our battle was not over because
she had an implant. There is more to deal with.”
Elementary school. Zuri transferred Malia to the only elementary school in the
public school district that had a specific curriculum for children with hearing loss. Zuri

felt as if she had made the correct decision to switch schools. The teachers at the new

school identified that Malia was struggling with comprehension. The teachers outlined a
plan and talked to Zuri about this in great depth. Zuri narrated that she felt intimidated in
the IEP meetings. Zuri said that the professionals were sitting around the table talking

about Malia. Zuri found help “deciphering” the IEP from Linda, the speech-language
pathologist at the hospital. Zuri felt a sense of connectedness to Linda.

Linda became a lifeline for me. She would look over the IEP and tell me, Malia

needs more of this, or less of this. She explained things to me, and took a genuine
interest in Malia’s success. Recently, Linda took a personal day off her job to

come to Malia’s school to explain her speech and language needs to the teacher
and collaborate with Malia’s school speech-language pathologist.

Family Life

Zuri said that Malia’s hearing loss and cochlear implant surgery drastically

changed the lives of her family. She was doing her very best to make sure that Malia had
an opportunity to grow up and develop to her fullest potential. Yet there were times that

saddened her when she could see family members struggling to make sense of Malia’s
differences. Zuri told a story about a time when her mother took Malia on a trip out of
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town with two other cousins. Malia had been close to her cousin but noticed that he was
not playing with her as much as he used to in the past.

The other niece could really communicate with him and play with him in a way
that he wasn’t able to do with Malia. Although he loves her dearly. Malia just

kind of “took a back seat” to her hearing cousin. This kind of thing really hurts,
but it is one way that her hearing loss has impacted her relationship with her

cousins.

Malia gets a little sister. Zuri gave birth to a second girl, Amirah when Malia
was 3 years old. Amirah was also born with severe to profound sensorineural hearing
loss in both ears. Zuri’s decision to schedule Amirah for cochlear implant surgery was
immediate. Zuri said, “as soon as I got the diagnosis that Amirah was deaf, I was ready
to get the cochlear implant.” Amirah’s cochlear implant device was activated at 13
months of age.

Both girls are wearing the cochlear implant device full time. Amirah seems to

have acclimated to hearing with the cochlear implant much faster than Malia. She wakes

up and asks, “Where is my processor? I need my processor! I need to hear!” Both girls

communicate orally and both are excelling in school. Even though Malia continues to
struggle slightly with comprehension, she is closing the gap in reading compared to her
hearing age mates and is scoring above her grade level in reading. Amirah is scoring at
an advanced reading level for her age and grade.

The final interview was held in the family home. It is a small, modest home on
the west side of the city. Zuri had given birth to a third child, a boy this time who is

hearing. He was four months old at the time of the third interview. The small living
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room was filled with yellow, red, and blue Little Tikes toys. The living room and dining
room seemed organized to welcome children. There were only two recliner chairs in the

living room and a small television in the corner of the room. There was a white bookcase

overflowing with children’s books and a huge 11x13 inch photograph of Zuri’s three

children on the wall in the living room. Zuri seems to be in a very happy place right now.
There was a large playpen, a tricycle and lots of toys in the dining room. Zuri raced

around picking up puzzle pieces and apologizing for what she called a “mess.” I thought

it looked like “joy.”
Zuri’s Artifact

Zuri handed me an audiogram from one of Malia’s audiology appointments. She
said that Malia and Amirah had similar audiograms. “It was almost like you could
superimpose one on top of the other,” she said. Zuri allowed me to copy the data from

the audiogram and permitted me to re-create the audiogram. The Audiogram is below in

Figure 1. Zuri said, “This sometimes gives me the courage to keep going. It shows how
much better Malia can hear with the cochlear implant. Figure 2 below shows Malia’s
audiogram. The circles represent responses from Malia’s right ear and the X’s represent
responses from the left ear. Without hearing aids or the cochlear implant Malia could not
hear sound until it reached 100 decibels. This is a profound hearing loss. The A’s
symbolize Malia’s response to sound with her old hearing aids. The CI’s denote that
Malia could detect sounds from 5 to 10 decibels which is within the normal range of

hearing sensitivity.
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Figure 1
Malia’s Audiogram

Figure 1. Malia’s audiogram. Without hearing aids or cochlear implants, she is
responding to sound in the profound range of hearing loss as shown by the X’s and O’s

for the left and right ears respectively. The A’s show that with Malia’s hearing aids, she

was able to hear sounds between 55 -80 decibels. With the cochlear implant denoted by
CI’s, Malia could detect sound within the normal range of hearing.

Zuri’s journey with the cochlear implant has had many twists and turns. In her

three-dimensional narrative space, I learned that Zuri’s lived personal and emotional

(interaction) experience was somewhat of an emotional rollercoaster. She was overjoyed

at the birth of a beautiful, healthy, baby girl. Then she experienced devastation and loss
upon receiving the diagnosis of deafness. She felt unprepared to deal with a hearing loss
and completely uninformed. Zuri’s interactions with the cochlear implant team (doctors,
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audiologists) left her confused and she did not receive the information that she needed
from the medical professions on the cochlear implant team. She enrolled in several

courses and became knowledgeable about hearing loss, cochlear implants, deafness, and
aural rehabilitation.

In terms of continuity or temporality as it relates to being able to competently

manipulate the cochlear implant device, initially Zuri did not feel competent at all in

operating the cochlear implant. There was a lot of equipment and wires that confused
her. She admits that even today, she understands the operation and maintenance of the

device better, but due to the changing listening needs in school, she is still not sure of

which part Malia needs. Zuri feels that at least now, she knows how to ask for help.
Zuri’s situation or physical landscape seems to be filled with things that make children

happy.

Zuri had difficulty deciding upon the appropriate school setting for Malia. She

settled on a public school that had special services for children with hearing loss. While
this school was not her first choice, she feels that her daughters are getting a good

education there.
Zuri continues to notice instances of strain in relationships with family members
due to Malia and Amirah’s hearing loss. This is mostly attributed to the children in the

family who struggle to communicate with the girls.

Zuri narrated that there are times, even with all the success with the cochlear
implant, that she feels sad and defeated. She explained that she is often reminded that
even with the cochlear implant, her girls are still deaf. They will continue to have

problems throughout their lives simply because they do not hear the way that most other
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people can. She wiped a tear from her eye and quickly said, “But I will never regret
getting the cochlear implants because both of my girls talk so much. They talk all the

time, and they really like saying, “Mommy, I love you!”
Sofia

Sofia was born in Puerto Rico. She is in her mid-forties. Sofia is kind, open, and
talkative. She is one of the most positive people I have ever met. Sofia has two

daughters who are deaf, Isabella and Natalia. Isabella, age 18 has graduated from high

school. Natalia is 16 years old and is in the 10th grade. I met Sofia years ago when the
girls were in elementary school. She was seeking services for her daughters to help them

with communication. They have attended therapy at the university on-campus Speech

and Hearing Clinic intermittently for 10 years. At one time, therapy was provided to the
girls during home visits. The family did not have transportation from their home on the

west side of the city.
Living in Poverty

Sofia and her family are poor. I have lost count of the places that the family has

moved to during the time that I have known them. I often lose track of them for months
at a time due to the change in address and due to the frequent change of Sofia’s telephone
number. At one time, they lived on a street that held several abandoned homes. There

were no driveways on the street and the homes sat oddly close to one another. There were

generally no lawns. In front of Sofia’s house, there was just a patch of dirt leading to the

steps of the house. Every time the family moved, the new dwelling was either worse or

about the same as the place they that they left.
Sofia called me to give me her new address as I was just about to leave to meet
her for the first interview for this research study. When I arrived at the house, I could not
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figure out how to enter. A chain-linked fence was held closed with a wire. There was a
small enclosed front porch that was cluttered with cardboard boxes and old furniture. The

sound of loud dogs barking kind of terrified me. I noticed a sign in the window of the

house that said, “Beware of the dog.” I figured out how to untie the wire, joining the
chain-linked fence, tie it back, and proceeded up three stairs. A small child who I did not
recognize led me to Sofia as she called out, “I’m here Myrita!”

The inside of the house looked a lot cozier than the outside. When I entered the

house, I was not sure if I was in the living room, dining room, den, or what. There were
two couches on either side of this long narrow room with a kitchen table in the middle of

the floor. This long narrow room was more like a hallway that led from the front door to
the kitchen. We sat in a room just off the kitchen at a nice table with a granite-like top.

There was a woman about 20 something sitting on the floor. I think she was the mother

of the little boy who greeted me at the door. There was another child about 15 months
old, wearing a diaper, running around smiling at me. I think she also belonged to the

Mom who was sitting on the floor, watching and listening to our interview.
The Diagnosis of Deafness

Sofia discovered that Isabella had a hearing loss while she was still living in
Puerto Rico. Isabella was two years old at the time of the diagnosis. Sofia’s
grandmother and two brothers also have hearing loss. While there was a familial history

of hearing loss, she was still devastated by the news that Isabella was deaf.
That was really, really, really hard because even though I know some sign
language already because of my grandmother and two younger brothers, I never
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expected that this could happen to my children, to my sweet Isabella. But what
can you do? You just keep going on.

Sofia explained that at that time in Puerto Rico, no hospitals were offering
cochlear implantation. The only option available for children who were diagnosed with

severe to profound hearing loss was hearing aids. Sofia gave birth to Natalia just months
after learning about Isabella’s hearing loss. Natalia had a series of hearing tests almost
immediately after she was born. The results soon revealed that Natalia, like her older

sister, Isabella, was deaf.
I was not really surprised. I think I was just numb now. I already had Jorge, so

now I have three children. Two of them are deaf. I am sad, but they are beautiful
children. Some people do not get to experience being a Mom. I have been blessed

with these children. I love them.
Leaving Puerto Rico for the Big City
Sofia’s husband left Puerto Rico and moved in with his brother who lived in a

major city in the Midwest. He found a job as a mechanic at a small shop near his
brother’s apartment. Soon, Sofia and her three children joined her husband in this large
city. When the family was reunited in the city, the children were seen by a local

pediatrician. Upon discovering that Isabella and Natalia had hearing loss, he referred
both girls to a cochlear implant center. The girls underwent numerous hearing tests and

within two months, cochlear implants were recommended. Isabella was five at the time

of implantation and Natalia was three years old. They underwent cochlear implant
surgery on the same day.
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Sofia trusted the cochlear implant team and did not ask many questions. She felt
as if she had no right and not nearly enough information to ask questions. Sofia also felt
grateful to the cochlear implant team and all of the physicians in the city.

They were all really nice to my whole family. They helped us get disability
insurance, I think we had Medicaid first, now we have Care Source. We were
able to get clothes for the children and food. They were good to us. When they

said that cochlear implants would help my girls, I agreed. They were doctors.
Who am I to challenge them? They did tell us that hearing aids were not working

because the girls were too deaf. The only choice was the cochlear implant. Also,
I don’t know what to ask.

Using the Cochlear Implant

Sofia narrated that the operation and maintenance of the cochlear implants was a
daunting task. She said that she never understood what was in the gigantic bag that she

was given on the day of cochlear implant activation. Sofia said that the girls played with
the cords and wires and lost most of the equipment. A video of how to use the implant

was given to Sofia. She said that while it was helpful, she just did not understand
everything about the cochlear implant. She was also unable to explain how the cochlear
implant worked during the interview.
I never really knew how it was supposed to work. You just connect the magnets

and sound goes to the implant and the girls do hear. It is just too loud for Natalia.
The video is really good, but it is hard when you have two little kids and with

everything else, you are trying to get the implants turned on.
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Isabella was very easy going. She would participate in therapy. Isabella would

leave the device on, once it was in place and turned on. Natalia, on the other hand, was a
very opinionated, self-willed youngster. Natalia rejected the cochlear implant right from
the beginning.

You remember how Natalia was! I tried everything, but as soon as she heard

anything, she would take it off, start crying, and refused to put it back on. When I
reached for the implant, she would run away and hide. One time, she took the

implant processor and gave it to the dog. He buried it for her and we never knew
where it was until he dug it up about one year later.

She was terrible when she had the implant on. She would just scream and knock
things over. She kicked the audiologist once and I was very embarrassed about

that. She said it hurts. I don’t know.

Decisions about School
When it came to deciding upon a school for the girls, Sofia enrolled them in the

only school in the city’s school district that had a program for children with hearing loss.

The school was on the other side of town. The school bus would come very early, at 7:00
am to pick the girls up for the long commute. Isabella was generally ready to go to

school when the bus arrived. Natalia, on the other hand, would have a difficult time
waking up, and missed many days of school. Sofia was happy with the school and the
teachers. Sofia said that she never considered a different school for the girls.

The school was very nice! It was decorated and there were pictures of students
who were being honored for things all along the walls in the hallways. There
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were interpreters there and the children were exposed to talking and signing.

Everyone was really nice. My girls liked the school.
When asked about the high school experience, Sofia said,
I can’t complain about it. All the hearing impaired kids go to the same high

school. The girls liked it.
Isabella and Natalia wore the cochlear implants inconsistently throughout

elementary, middle school, and now high school. In fact, by high school, both girls were
not using the cochlear implants at all. Isabella and Natalia communicate by using
American Sign Language.
At first, Isabella would wear the cochlear implant sometimes. Now she just does

not even know where it is. But Natalia said that the implant was noisy and loud.

Natalia refused to wear it and she says, ‘I don’t need to listen! I am Deaf! I was

born Deaf! My friends are Deaf and that is IT!’

Sofia went into the girls’ bedroom to retrieve a poem that Natalia had taped to a
mirror on her dresser. This was Sofia’s artifact for Natalia as it seemed to capture

Natalia’s personality. The poem did not have an author. A few lines read, “I am Deaf. I
am not broken! I am Deaf. I am not dumb! I am not impaired. My hands talk! My eyes

hear! Sofia smiled and said, “This is so Isabella, right?!”

Sofia allowed me to read Isabella and Natalia’s last IEP. Isabella graduated from
high school reading at a third grade reading level. Isabella was given a Universal
Nonverbal Intelligence Test (UNIT) which showed that her Non-Symbolic Quotient was

is in the high average range and the Symbolic Quotient and Complex Memory Quotient

was within normal limits. Isabella has also suffered a complete loss of vision in her left
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eye. It was determined that both girls have a genetic syndrome called Stickler’s

syndrome which has hearing loss and visual deficits as primary characteristics.
Natalia is a high school sophomore reading at a fourth grade reading level.

Natalia’s scores on the UNIT revealed that she is within the high average range for both
the Non-Symbolic Quotient and the Symbolic Quotient and Complex Memory Quotient.

Isabella is a gifted artist. I would love to see her art displayed so that others could

enjoy it as well. It would be wonderful if she had the opportunity to cultivate her artistic
ability. Sofia proudly shared an artifact that she had chosen for Isabella during our first

interview. It was a beautiful self-portrait sketch that Isabella completed at the Museum

of Art. Isabella was smiling in the portrait where her face was framed by thick, dark
brown curls. She drew eyeglasses that sat crooked on her small face. Sofia said, “I

always smile when I see her in this drawing. She is happy.”

Sofia said that she is not terribly worried about the girls because she feels that
they will find their own way in life. Sofia said the moving to this city was the best thing
that she could have ever done for her girls. Isabella will soon begin to collect disability

benefits from the state in which she lives, as an adult.
Family Dynamics

Sofia would have one more son three years after Natalia was born. The baby boy

was hearing. Sofia said that there were never any family problems and that the girls’
hearing loss did not cause any difficulty or differences within the dynamics of the family

unit. The oldest son, Jorge joined a neighborhood gang and was arrested. He is currently
in prison. Sofia is certain that Jorge has learned valuable life lessons that will serve him
well when he is released from prison. Sofia and her husband separated, and she now
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lives with her new boyfriend and his three children. They live in a poor neighborhood on
the west side of the city, yet Sofia takes great care to prepare home cooked meals for her

family. Sofia remains extremely positive. She believes everything will work out for the

best.
Sofia’s three-dimensional narrative space is filled with positivity across all

dimensions. Sofia narrated a positive, happy emotional status. She was shocked and

saddened upon learning that Isabella and Natalia were deaf, despite the history of
deafness in her family. Yet she felt “blessed” that the girls were otherwise healthy. Sofia
said in the final interview, “There is not much in this world that gets me down. You have

to just keep going.”
Christy

Christy lives in a beautiful home in a suburb, just on the edge of the east side of

the city. The home was just recently built. There are several other single-family homes

under construction in Christy’s neighborhood. The family has an extensive front lawn,
with beautiful pink and white flowers, impatiens, that line the driveway and walkway
towards the entrance to the family home. Christy appears to be in her early 40’s. She is

a tall, slender white woman with a friendly disposition. She was six months pregnant
when I met her, but you honestly could not tell by looking at her. Christy has a daughter

who was one of my students at the university. The daughter, Tiffany is majoring in

Speech and Hearing. Christy now has a total of five children. The youngest child was

born just weeks after my last interview with her. Two of her children are deaf. Her
daughter, Erin is nine years old. She is in third grade. Her son, Braxton is six years old

and in the first grade. Both Erin and Braxton have bilateral cochlear implants.
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It Was Really a Shock
Christy discovered that Erin was deaf shortly after she was born.
Right there in the hospital, Erin failed the newborn test. So they give you a list of

people you can go to, and I chose someone close to us that had a small office.
Erin kept failing it there too, but the audiologist said that the results were

probably due to the excess noise in her office. So, they sent us to the hospital and
there a sedated test was done. This is when we found out for sure. We were

pretty shocked because we didn’t have a history of hearing loss or anything like

that. It was really a shock, and it was really painful. I could not breathe.
What is Sensorineural Hearing Loss Anyway?

Time began to race by after the diagnosis. Christy was connected with an Early
Intervention team. She met several professionals who were very kind, but no one made

sure that Christy understood any of the information related to hearing loss.
I never really completely understood it! When they tell you about the hearing loss

and show you pictures, they forget that you have never seen that picture of the

anatomy of the ear. You have no idea what sensorineural hearing loss really is. I
think the doctors just don’t have the time to go into detail and to make sure that

everybody understands. I kept saying to myself, what is sensorineural hearing loss

anyway? How is it different from just being deaf or other hearing problems?
Christy had so many questions. She explained that she would make mental notes

about words that she did not understand. She would write them down when she got to
her car or in the waiting room and once she got to a computer, she would Google them

for more information.
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I googled everything. The best source of my information came from Facebook.

There are special groups for Moms of kids with cochlear implants, cochlear

implant groups of so many kinds. You can go on there and ask a question about

anything, like ‘Can my kid take a bath with the cochlear implant processor on?’ In

a matter of seconds, someone who had a similar experience, will write back, ‘It
depends on the manufacturer.’ Before long, you have several people who are
living your life and who have good advice. I never would have been able to make

a decision about cochlear implants if I did not have the Internet.
We went along with whatever they said. Christy said that the initial
recommendation was to try hearing aids. She was not sure about any of the

recommendations but decided to follow the advice of the professional team at the

hospital.
The first recommendation was to try hearing aids. They said Erin had profound
hearing loss in one ear and severe sensorineural hearing loss in the other ear, so

the first step is to always try hearing aids. So we spent thousands of dollars on
hearing aids and she made no progress. Then it was recommended that she get

one cochlear implant. By now she was 22 months old. She was not babbling or

responding to sound at all.

We were really worried about the surgery, but we just went along with whatever
the doctors said. We just went along with everything. Erin made some progress,
but it was really slow. We later found out that the hearing in the other ear had
deteriorated, so a second implant was recommended. Again, we trusted the

doctors and agreed to the surgery.
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Another baby, same diagnosis. After the second implant, Erin started to make

progress in the development of oral language. Christy said that Erin was beginning to use

single words to request items but still did not use full sentences. Braxton was born
shortly after Erin turned three years of age. Braxton failed the newborn hearing
screening in both ears. Shortly thereafter, Braxton’s diagnosis of deafness was

confirmed.

My husband cried and cried. The only other time that I had seen him cry was
when they told us that Erin was deaf. I was not as overwhelmed this time, because
I knew what to expect.

Braxton underwent bilateral cochlear implantation at the age of one year. He

made quick progress in his response to sound. Christy wonders if she wasted time trying
to find out whether or not Erin needed one cochlear implant, or two. Christy knew by the

time that Braxton was born, that there was no point in multiple evaluations. The decision
to have cochlear implant surgery for Braxton was immediate.

So Many Remote Controls
Christy recounted the overwhelming sense of incompetence when it came to
manipulating the cochlear implant devices and the accompanying accessories.
One thing I will never understand is how to use those remotes! It was crazy. I

mean at one time, we had like eight remotes. I mean, they tried to go through
everything really quick, but you press buttons over and over again. I can never
get to where they were and what they were doing with those remotes. And when

you have two ears, you’re trying to go to each side.
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We never ever use the remotes because they were so complicated. I just trust my

audiologist to put a program on there. I don’t want to mess with all that. I still
have trouble with Erin’s remotes. Braxton now has new speech processors that
can be adjusted with an app on the smart phone. I am a bit more successful with

his accessories because I am so visual and it is an app on my phone.
Christy’s Artifacts

During our first interview, Christy shared a photograph of Erin getting a
manicure. Erin had two ponytails with pink bows that perfectly matched her pink and

white top and pink shorts. Christy said, “Pink has always been her favorite color. She is
such a girly girl. She cares more about her nails and hair than I do about mine.”
At the very last interview, Christy seemed excited to share an artifact related to

Braxton. She had a small white box in her hands. Inside wrapped in tissue paper was a

small, soft, blue and white, knit hat. The hat had green felt dinosaurs handstitched all

over it. There was a chin strap that was connected to the flaps of the hat with Velcro
strips. Christy explained that Braxton had a habit of taking the cochlear implant

processors off. Christy said, “He would throw them everywhere. We would look for

hours sometimes for the pieces to that implant. Well, he liked this hat and he LOVED
dinosaurs. So, I had the idea to make the hat even more special by sewing these
dinosaurs on it. Whenever he wore this hat, he could not rip the cochlear implant

processor off!”
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The Therapy Regime Was Intense

Christy said that she was slightly overwhelmed with the amount of therapy that

was involved in helping her children acclimate to cochlear implants and in teaching them
to learn to listen and talk.
I did not completely understand how much therapy there would be. I do

remember one person saying they would be in therapy for the rest of their life,

which I thought like oh, ok, maybe once a month or something like that. But it is
definitely a lot more appointments than I ever expected. I mean, it’s going every

single week. Even in the summer when families are relaxing, all summer long,
there’s never a week that goes by that we don’t have therapy. So it’s a lot. The
therapy regime is intense. We never have down time as a family.
The Appearance of the Cochlear Implant

Some parents are concerned or embarrassed about the way that the cochlear
implant looks. This was not the case with Christy.
I am not embarrassed at all about the way that the implant looks. I’d rather have

somebody notice it because if they don’t notice it and it’s hiding in their hair,
people may not understand why especially Erin’s speech is not very good or why
they did not hear or understand what was said to them. When they see the device,
they can say, “Oh, that’s why they didn’t understand.”
School Choice and Challenges
Christy decided to send her children to a school for children with hearing loss in

a suburb on the southeast side of town. It is a 20 to 30-minute commute. Christy drives
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her children to and from school. The school is outside of her residential school district.

Christy has had many challenges related to the education of her children.
Initially, our school district told us that we should move because there were no

deaf children in our school district. Can you imagine being told to leave the city?
I felt unwelcome. Later I found out that I had a right to send them to another

school if my district did not offer the type of education that I wanted for them.

Our local school district pays me mileage to drive them to school. I chose
Mayview (not the real name) because my daughter attended a toddler program at
the school. I was familiar with the school and thought it would be a good choice

because they specialize in educating kids with hearing loss, focusing on the oral
approach.

There were several frustrations and decisions to be made when it came to the

development of the IEP.

My frustration was definitely with the IEP meetings, the school, and trying to
figure out what’s best for your child. With the very first IEP, they had all these
goals and I told them, that I thought they were totally ridiculous. I’m like, you’re

saying that she’s going to do everything a typical kindergarten child does by the

end of the year, but she can’t even count to 10. And you know, she barely speaks
and like this doesn’t even make sense to me that you’re making this a goal. I
thought the goals were unattainable, and the regular kindergarten teacher just said,
‘Oh, everyone thinks that but by the end of the year, you’ll see, you’ll see.”
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But then it didn’t work out like that. So we had a lot of problems with the IEP.
You kind of learn that if you complain and you argue with them, you can get what
you want and be on the same page, it just takes, it takes a lot.

They did not change the goals. They just left them as they were. By the second
year, the goals were made a lot simpler.

There was also frustration and stress as Christy began to feel as if the school
system was just passing her daughter along without challenging her or fully assessing her
skills.
It’s very interesting that they seem to just push them along, even if they don’t

know stuff like science and social studies. They don’t make her take tests
sometimes. And, it seems as if she never actually learns the material. For
example, we know that she will be taking a test. So we work with her to help her
study. My daughter struggles and I know that she does not understand the

material. They may give my daughter a different version of the test, but she
doesn’t know any of it. And she will come home with 89%. The test is just

ridiculous and they make it so that she cannot fail. Is that learning? What does
her grade really mean then? She got an ‘A’ on her report card! They just gloss

over everything. They don’t seem to care that she is not learning, and they will
pass her along.

Christy felt overwhelmed and her confidence and competence were shaken as she

interacted with the school institution. Christy found help with an advocate that was

appointed by the home school district. The advocate answered questions for Christy

about the IEP and asked for revisions when the language was too complicated. Christy
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said that she did not feel respected or cared for by the school’s administrative or teaching

staff.
Christy feels that her daughter may have an overlaying learning disability. At one

time, the teachers, psychologists, and the pediatrician thought Erin might be autistic.

When autism was ruled out, no additional recommendations were made. Christy stated
that her daughter is now a third grader but struggles significantly with reading. She is

reading at a first grade level. Braxton is a first grader and is reading slightly above his

grade level. Both children consistently wear both cochlear implants on a full time basis.
Both children communicate using speech. Christy said that Erin’s speech is sometimes
difficult to understand, but Braxton is very intelligible.

Family dynamics

As a family unit, Christy feels as if the diagnosis of deafness has brought her
closer to her husband. The paternal grandparents of Erin and Braxton did not handle the
diagnosis very well. Christy’s father-in-law told her not to have any more children.
Christy said that his words were very hurtful because he blamed her and her genetics for

the children’s hearing loss. Christy said that all of the children in the family, the cousins,

interact normally with Erin and Braxton.
Christy is the primary caregiver to five children, ranging in age from 23 years to

six months. She has two children who were born deaf and who now have bilateral
cochlear implants. Christy’s journey led her on a search for information. She often felt
lost and confused after visiting the audiologist, and otolaryngologist. Her interactions

with members of the cochlear implant team were pleasant but did not provide her with
answers to many questions.
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She trusted the experts and sought information on her own. Christy’s remains positive
and she has developed the confidence to challenge teachers at the IEP meetings, and now,
even the medical professionals. She feels that she is competent and confident enough to
guide all five of her children to reach their full potential. Christy reflected on her

cochlear implant journey by adding:

It is rough when they are little. In the beginning, it’s crazy work. It’s hard work
that nobody prepares you for, that no one tells you about and that you think you’re

failing at every single day. When they’re little, they don’t like it. They take it
off, they throw it. They eat the batteries, and they lose them. The implants have a

magnet, so they get stuck everywhere, to sliding boards, swings, everything. And
if you’re not just persistent, then you will give up. You want to give up because

you’re tired and you’re tired of fighting with them. They won’t keep the implants

on, they cry. But don’t give up. You keep hanging in there. You are also tired of
fighting with the medical world and teachers, but you have to! It’s amazing to
finally hear your child say ‘Mom and Dad.’ I am grateful for the CI’s and I do
understand them better now. I can’t imagine my kids not being able to hear us,

and the sounds in their environment. They can communicate with anyone, and
that gives me joy.

Kia
Kia gave birth to Elijah when she was just 20 years old. She experienced

problems during her pregnancy with Elijah when the placenta separated from the uterus.
Elijah was born prematurely at 25 weeks and required a four month stay in the Neonatal
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Intensive Care Unit. Kia recalled that while she was anxious to get her baby home, she

honestly thought that he might not survive.

He was so small, so small and so sick. He had trouble breathing, then eating.
There were so many tubes and needles in my baby. It was a horrifying time for a
young person. I was really scared that he was not going to make it. I had faith,
but my faith was shaken.
The Diagnosis of Hearing Loss

Kia was stunned to learn that Elijah had a sensorineural hearing loss. The
hearing loss was initially diagnosed in the NICU. The hearing loss was sloping in the

configuration which means that Elijah had better hearing sensitivity in the low pitches,
but it quickly sloped, like a ski slope. The hearing loss declined from a moderate hearing

loss in the low pitches to profound hearing loss in the high pitches. The discussion of
cochlear implants surfaced quickly and abruptly.

Well, when he was born, we were just trying to get out of the hospital about three,
four months passed when I said, “OK if he can’t hear, he needs hearing aids.”
Then it was probably like about maybe a few months later and they were re
testing him and said he had a sloping hearing loss. They found his loss was
profound to severe. So it really was no point in having the hearing aids because it

wasn’t giving him any of the benefits. So they basically put it to me like the
cochlear implant was the only other option basically. And the earlier, you do it
the better. So that's why I chose to go that route. I don’t feel as if it was like, a

choice basically.
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Emotional Limbo
Kia received support from an Early Intervention Program. The coordinator of the
program put Kia in touch with the city university’s Speech and Hearing Clinic to

establish home visits for Elijah. This is how I initially met Kia and Elijah. He was
approximately ten months old, but had already been declared a candidate for cochlear

implant surgery. We helped Elijah establish early communication skills by introducing
labeling items in the environment by using total communication which included speech

and sign language. Elijah underwent cochlear implant surgery on his first birthday. Kia

was very nervous about the surgery but felt that she was doing the right thing for her son.
Kia also felt that while all of her questions were being answered, she could not think and
digest everything that was happening to her son.

I must say that at first, you just don’t know what to ask. I had this tiny baby who

fought for his life. Now I find out that he has a hearing loss and that hearing aids
will not help. You are just in kind of emotional limbo. You don’t know what to

think or feel. You just go through the motions and hope that everything will be

OK. You are too young to know what is going on, you have basically no support,
you just exist.

Cochlear Implant Equipment
Kia was initially taken aback by the amount of equipment that she was oriented
to during the activation of Elijah’s cochlear implant. She has become adept at using new

technology as it evolves.

First of all, I am a new, young Mom with a newborn. I am alone. I get in there
and there is all of this stuff. It is a lot of equipment, but I feel like Cochlear is
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getting better with their instruction manuals and different things like that, and

technology is getting better, too. Because now you can go on YouTube and
actually see videos. There are support groups on Facebook and different things

like that.
Before it was just one and they would give you the equipment and the manuals.

But now with technology, you can take it upon yourself to get more resources in
order to feel empowered to know how to do it.

The latest CI actually comes with a tablet with instructions. The entire tablet!
Lost CI processors. Kia’s main frustration with the CI has been associated with
Elijah constantly losing them. Elijah received a second implant on his second birthday.
However, he has rarely worn both processors at the same time. Kia usually sends Elijah

to school with one CI, so that if he lost it, he would have a spare device at home.

When he was two, he threw the processor out of the car as I was driving on the
freeway. He took it off and just flung it out of the window. Then we got a brand

new replacement for that and he lost that one. I think it’s at the park because we
looked all around outside when he was playing and it’s not there. So I NEVER
send him out with two, even though he has bilateral implants. And you just
witnessed this today, he just came home from camp, and he lost the implant at

camp. Now I have to call about that.... in my spare time!

It’s constant figuring out if it’s the old one or the new one? Should I send the old
one with him to camp? Well, it’s a camp for kids who have hearing loss, so they

should know how to manage his implant. Then he loses it. Now he has nothing,
so we are back at one!
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The companies tried to make it seem like you can only have one replacement CI

in a lifetime, but you know, I guess it depends on insurance companies, but at the
end of the day, they don’t want you to be without sound. So they will try to work

it out. You have to jump through some hoops to do it.
He is a kid, an active typical child. Kids lose them everywhere, like on swings.
It’s a magnet so it got stuck on a sliding board once. I didn’t think to look on the

slide, but another kid said, “Hey, he lost his radio!”
Caring Teachers

Kia acknowledges that Elijah uses the cochlear implant device intermittently.

There are sometimes months that he is without an implant due to loss of the device. The
intermittent CI use may be impacting Elijah’s academic development.
I have been blessed to have really good, caring teachers for Elijah. Even though

he goes to a public school, and it’s the only one in the city for kids with hearing

loss, they do a great job with him. They answer all of my questions at the IEP
meeting, because you know I ask a lot of questions. They used to be

overwhelming, but I am not as anxious as I used to be about those meetings.

My only frustration is Elijah is in the third grade but he’s probably at like maybe
first grade reading level, maybe. I think he and Zion (younger brother) are on the

same reading level.

Even though they have a curriculum that’s supposed to be for him it doesn’t
stretch to every subject. Like math for example. He knows the numbers and he
might be at a fifth grade math level, but if it’s a word problem and his reading

level is a first grade level, how to you explain what this means to someone that’s
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at a first grade level. If it is written for a fifth grader and then vice versa with like
spelling or English, they are trying to explain to him parts of speech. He doesn’t

understand the parts of speech! He is struggling quite a bit!

Frustration during Communication
Kia described the circumstances in which she is frustrated when communicating

with Elijah while he is wearing at least one cochlear implant.
I’m frustrated because at times it’s not clear as to what he can hear and what he
can’t hear. It’s frustrating because even if he can hear it or repeat it, he still might

not understand the meaning of the word. So just because he has an implant and I

can have a full conversation with him and he can hear it. That doesn’t mean he
understands it. He might understand 50% of what I actually say, but he can repeat

every single thing I say because he could hear it, but he might not know what that
word means. So that’s the frustrating part of it. It is frustrating because with the
implants it gives you a false sense that you have a hearing child, but you don’t.

Even teachers forget that.
Family Life
Elijah’s father never adapted to his role as a father. Kia met and married the

father of her second son, Zion. That marriage lasted just 2 years. Kia is currently

engaged to be married a second time to someone else. She spoke candidly about how
Elijah’s hearing loss pivots around some of the stress that is involved with changing
family dynamics.
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It can be exasperating because it’s like, hearing loss and cochlear implants are not
common knowledge. So the entire family is not on the same page, and I have to
be the expert on everything.

Our family is blended. I am engaged to a man who has three sons. One older
(teenager) then Elijah, Zion, and two others. The youngest is younger than my

son Zion. My fiancée and his boys know nothing about sign language or
deafness. Elijah is trying to figure out how and where he fits. It’s hard. They

cannot communicate with him and that puts a ton of pressure on me.
Some Deaf People are Happy Being Deaf
Kia’s narrative introduced a counter-story. She was the first participant to

mention Deaf culture and to comment about how a discussion of Deaf culture is missing
from all consultations with the medical and educational institutions. Kia also said that

the medical professionals exaggerate the benefits of cochlear implantation.

They made it seem, when discussing the cochlear implant that, it was basically a
miracle. (Laughs!) Like Elijah would be able to hear everything from A to Z. So
I went with that. Many things were left out. For one, no one said that there was

going to be a slight discrepancy or that he's not going to hear the same as we hear.
Like none of that was explained until I took my deaf culture class where it was

real brief where we had a section on cochlear implants and it explained how, you
know, music doesn't sound the same and different sounds don't sound the same.

And the medical team just made it seem like, “Oh, I can hear a bird, I can hear
this, I can hear dad. Oh my God, I can hear!” But you know, it just, is NOT how

it IS!!! (laughs)
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But most importantly, Deaf culture was not taken into consideration. It was just

basically comments to me like “There’s something wrong with your child. Your

child can’t hear, your child needs to hear, your child needs a cochlear implant.”
I didn’t know that a lot of deaf people like being deaf and they don’t feel like it’s

a problem. And you know, I didn’t hear any of that until after Elijah was already
implanted.
I took that Deaf Culture class myself at the community college. That’s when I

heard the other side of the coin. But I didn’t hear the nitty-gritty you know, of
both sides from doctors, audiologists, or the hearing and speech program.
Elijah uses both spoken and sign language to communicate. He still struggles

with speech development and with the articulation of some of the sounds, but overall his

speech is understood when he speaks to people who are familiar to him. Strangers

struggle to understand his speech. Kia said that when Elijah wears his CI, he speaks but
when he is without it, he signs. Her advice for professionals counseling parents of

children who are seeking cochlear implants circles back to the counter story of
introducing the notion that Elijah could develop as a happy Deaf person, without the
cochlear implant.
I wish I would have been told that it was an option for my child to be happy and

Deaf. Like there is an option for him and that a cochlear implant is not the only
option. That, you know, some, some children prefer not to hear or you know,

different things like that or there are other options available. They should explain
exactly how the child will still in fact be deaf even though they have a cochlear

implant. Explain that every child is not, most children are not going to be fluent
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speakers in English even though they have a cochlear implant. Just take the rose
colored glasses off of the whole procedure and really explain what your life is
really going to be like. You know, how much speech therapy is going to be
required and all of that. Really explain in detail all of that. You are not helping

people by telling them only one half of the truth.

Julienne
I met Julienne at her home for all three interviews. Years ago, she would bring

her son Nathan to therapy at our university Speech and Hearing Clinic. He received a

cochlear implant when he was six years old. Julienne had many doubts about the surgery
but decided to proceed with the implant. It was raining hard when I met Julienne for the
first interview. She stood in the doorway of her modest, east side home, waving to me as
I fumbled with papers and an umbrella. It was raining and that pretty much describes the

mood of our first interview. This interview was probably the most difficult of all the
interviews to get through. She was very emotional and we both shed many tears. I had

not seen Julienne for at least six years. Her work schedule became too unpredictable to
continue with therapy at our clinic at the university. Even though Nathan is now 18 years

old, she recounts his diagnosis of profound sensorineural hearing loss with emotion and

devastation.
That was the worst experience of my life! Mind you, I’m 21, I’m young, I’m
black, and I’m poor. The odds are already stacked against me. Nobody knows
anything about this. Nobody has a deaf child. So I had to figure all these things

out^bv myself! So when people try to judge me and think I’m being cruel when
I try to make Nathan independent, it’s not that, but you can’t tell me. I’ve been
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through it all! I had to figure out how to sign him up for social security, how to
get him to every doctor’s appointment, to every therapy appointment. For a

young black girl that’s a lot! It was horrible. It was horrible. I would honestly

say the worst experience of my life. I had no help. It was horrible!

Emotional Turmoil

In coming to a decision about cochlear implants, it appears that Julienne

struggled. She struggled to find information, and she struggled with her own emotional
turmoil.
I had questions and feelings of guilt. You start to feel some kinda way, you

know. Why my child? Why is he like this? What kind of life will he have, not
being able to talk? And it hurts.

No one even tried to help me with the emotional issues I struggled with, they just

kept telling me about the miracle of the cochlear implant. The audiologist was the
one who kind of really talked me into it, and the surgeon did too. I mean they
were trying to help, but there is so much more involved, not just a surgical

procedure and everything is now fixed. They had such happy voices as they talked

about the implant, but they could not see the sadness in my heart.
But I feel like I put pressure on myself too, you know, to make him like

everybody else and maybe also a little selfishness to take a little of the load off of
me because I got to learn sign language now, you know, so I’m thinking about

making him hearing so that I won’t have to do as much. My main question and
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hesitation to getting the surgery was: Do I do this for my child and make him like

us because who’s to say he’s not normal? That’s his normal, you know?

The doctors and audiologists were very nice, very friendly. They did their best.

They told me what they knew. There was just so much that they did not know

about dealing with deafness, especially in unique situations like mine when there
is no support system, no financial resources, etc.

Rejection of the Device
Eventually, Julienne opted for the surgery. The months and years that followed
Nathan’s surgery were difficult. Nathan did not like the implant and would frequently

hide the device.

He didn't want it. And when he first heard my voice, he cried. I was pregnant with
Leah when he first got his implant, I said, “Nathan,” and he went... (Looking

afraid) and when anybody else said anything, he just fell out on the floor! He
started hollering and snatched that thing off his head.

And then I'm like, “Oh Lord, I have made the wrong choice!”

He says it's loud and he said it sounds terrible to him, like an animated character.

It did not sound like the way we hear sounds, and Nathan just could not adjust to
it. I got tired of fighting with him. Today, he does not wear the cochlear implant

at all.
Julienne narrated that the most difficult part about watching Nathan grow up was
watching the change in his personality and disposition.

When he was younger, he was outgoing. He would play with kids and you know,

he was just the average kid. He just couldn't hear. But as he got older, he kind of
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shied away from people, you know, just not feeling like he fit in. Because you

know that nobody in the family is deaf. Nobody can sign. So whenever there is a
family outing or if he is invited to a birthday party, he will just look dejected and
say, “What's the point of me going? Nobody can talk to me!” He can't talk to

anybody. And he's not going to take the initiative to say, write a note or say how
are you doing? He will not try to talk to anyone. He’s not going to do that.
I watched my baby go from being so funny and playful to being kind of a loner.

People Would Stare at My Child
Julienne recalled how strangers reacted to Nathan’s cochlear implant.
People stared at it, you know. They would ask, “What is that? A radio?” and all
kinds of stuff like that. So I started making him wear a hat. Then I would put the

cord under the hat so you couldn’t see much.
People would just stare, and that’s my child you know. Also, old people, have no

filters, so they would look all disgusted and point and ask, “What is that thing on
his head?” I was embarrassed.
School Choice

Nathan attended the only public school in the city that had a program for children
with hearing loss. While her choice for a school was limited, Julienne was pleased with
Nathan’s elementary school because this public school exposed him to other children

who were also deaf. For once Nathan was not the only person in his immediate
surroundings who was deaf.
I did not want him to be the only deaf kid in class. This school was where the

other deaf kids were, so it was a good fit for him. It is the only pre-K through 8
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school for deaf kids in the entire city. The teachers were nice there, and he did see
that he was not the only person in the world with a hearing problem. Because
that’s how you feel, like you’re the only one.

When the time came to transition to high school, Julienne was not comfortable

with her sending Nathan across town from the east side to the west side. She felt that

parents of deaf children should be given more choices.
He went to Martin School when for elementary and middle school. They used to
send all the deaf kids to South School, but they closed that school, and now all
deaf kids go to John Glenn High School. The decision was made for me. When

you graduate from 8th grade from the elementary school, the next stop is Glenn
High School. You basically have no choice. I guess that’s what happens when

you are poor, you have no choices open to you.
The goals never change. Julienne has not been impressed with Nathan’s

education overall. She said that the IEP meetings are redundant.
The goals never change. It’s all these people saying the same things year after

year. I don’t feel that he has made much progress. He is nice. He is quiet. He
doesn’t cause trouble, so he is just passed along.

The idea stream of passing kids along continued in our discussion about academic
outcomes.

Nathan is struggling with his reading. He is in the 12th grade. He is reading at a

fourth or fifth grade level. But he gets pretty good grades. I kind of feel like they
just pass the hearing impaired kids on, just to get them out of there. Deaf kids
don’t have to take any tests or anything. Remember when they had the Ohio
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Graduation Test? Deaf kids didn’t have to take that test either. They don’t have
to meet any of the state guidelines like for reading, so who cares? I kinda feel like
the teachers are saying, “Hey, they don’t need to know how to read because they
will not be taking these exams.

When he graduates he will get a diploma like everyone else. It kind of makes you

wonder what good is it? What will that mean if Nathan cannot read like other
high school graduates, but he got a ‘pass’ because he cannot hear? That is his
disability.

Feeling disconnected. Julienne used the word “disconnected” to describe her

feelings about her relationship with Nathan’s teachers. This was particularly evident in
the following exchange:

Julienne: In the fourth grade, Nathan’s teacher said she felt like he should have to
repeat that grade. Now mind you, I go to these IEP meetings, and then I'm after

school. She's pregnant, I'm pregnant. So we're talking about babies. Not once did
she mention that she felt that Nathan was not doing as well as the other kids. So
she said she felt that he needed to stay back. I took her advice and did it, but I just
felt like the communication was lost somewhere because I should have known
that before the end of the year. There was definitely a disconnect.
Myrita: Why did you just take her advice?

Julienne: You get tired Myrita, and you don’t know. I felt like a failure, getting
the surgery that I didn’t really want, and having it turn out so terrible. (crying

quietly) They know, I don’t know. It has not been all bad, because other than

that, the rest of the years he has had some pretty good teachers.
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Myrita: Okay. Did you make any recommendations at the IEP meeting?

Julienne: No.
Myrita: Okay. Why not? Do you think they would've listened to you?

Julienne: I want to say probably no too because I don't even know like what I

would have suggested. They felt they had it, you know, they know how to teach
Deaf kids. And I don't think I would have felt comfortable even suggesting
anything. I always felt disconnected from some of those teachers and staff people.

Julienne said that she regrets that she was so young and so misinformed about
hearing loss, deafness, and the cochlear implant. She feels guilty about some of the

choices she has made. Julienne said that she should have pushed more when she saw

Nathan struggling with reading, but her life was so complicated back then. She feels as if
she did the very best that she could at the time. She is grateful that while she has some
feelings of regret, she takes comfort in the fact that she knows that her two children are

keenly aware of her unconditional love for them. Julienne also reminded me that Nathan

has had much joy in his life despite the struggles with reading and communication. She
showed me Nathan’s very first driver’s license. Julienne said,

He lost his first license in the house and had to get a replacement. But when I

found this, I kept it. One because his face is so cute. He still looks like my baby,
but two, girl... I never thought it would be possible for him to drive and be

independent like that. He loves driving. He is a great driver, and I know this

gives him a sense of accomplishment. I am so proud of my handsome son. I
believe he can and will find his way in life.
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Lindsey
Lindsey’s daughter Ashley is 24 years old. She received a cochlear implant when

she was in the third grade at age 8. Ashley is a student at the university where I work.

Ashley walked into my office one day and announced that she was interested in running
for president of the American Sign Language Club at our university. I was excited

because the club had never had someone in a leadership position who had hearing loss.
The following year, Ashley won the election. It was then that I came to know her and

asked a few questions about her cochlear implant. Her mother, Lindsey agreed to the
interview process.
The first two interviews were conducted on campus in an empty classroom after 6
pm. The third interview was conducted at her home. Lindsey appeared to be in her early
50’s. She had the most beautiful red hair, and for the first interview, she was dressed

very professionally in a black pantsuit.
The Move to Florida

Lindsey said that her family moved around quite a bit because of her late

husband’s job. Shortly after Ashley was born, the family moved to Florida.
I didn’t know right away that she was deaf. She seemed like a lovely, quiet little

baby and she even started babbling a little bit once. Then my mom came to visit
us. Ashley was about one and a half and she’s standing looking out the window
with our dog, it was a great big brown lab. There were standing there side by side

and they’re both staring out the window and Pearl, the dog started to bark like
crazy. The dog has a loud bark! It frightened most people until they got used to it.

Pearl was barking right next to her, and then my mom noticed that Ashley was not
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moving at all, not even acknowledging the bark. My mom said, “Lindsey, I think

she might be deaf.” And so, you know, then it seemed like everything, all of our
focus went in that direction. My Mom was right. Ashley was deaf.

So many decisions. Lindsey recalled how many emotions and decisions had to be
made right away. She is fighting back tears as her voice begins to crack as she tells her
story.
I mean, here’s this beautiful, gorgeous little baby and she’s perfect in every way

and then you find out she’s deaf. I mean, I was furious. Then the whole Niagara
Falls pours in of guilt because I’m feeling anger over my daughter who’s deaf.
I had no experience at all. I did not know anyone else who was Deaf. The

strongest connection I had was with the audiologist. I was kind of isolated in

Florida. I researched everything. I learned about deaf culture. It was quite
overwhelming, there were so many opinions and what’s right and what’s not

right.

So after the ABR confirmed her hearing loss, she started with hearing aids. The
ENT also suggested auditory-verbal therapy. I did not even know what that was.

Of course, I looked it up to learn all about it. The only auditory-verbal therapist

was located in Tampa, which was two hours away. So after she got her hearing

aids, I packed my three kids in the car and we drove two hours each way for one
hour of therapy once a week!
Searching for a School

Lindsey and her husband knew that they would need to find a school that would

be best suited for Ashley’s needs. Lindsey and her husband embarked on a journey that
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included driving up and down the Eastern seaboard in search of a good school. Lindsey
explained that she was not happy with the only choice available to them in their
neighborhood in Florida. The only option they had was a mainstream program in public

school. None of the teachers had any specialized training in teaching children who had
hearing loss.

We were impressed with the Nashville Speech School, which was an auditory

school for children with hearing loss. They did not sign. They made the children
work to speak and listen. So we moved to Nashville. I was so terrified of making

a mistake (crying). Ashley was making progress, but not what you would expect
for the amount of effort we were putting in. When we moved there, the

audiologist found a discrepancy in Ashley’s hearing tests. The audiogram was

much worse than we thought. Ashley went from a mild to moderate loss to a
severe-profound loss. That may have explained why she was struggling so hard
with communication.
So, we had to get new hearing aids. We got her the top of the line digital
programmable hearing aids. It was by Siemens, I think. So I kept taking her back

to be evaluated for a cochlear implant. I would take her back every year. We’d go

back every single year. And at that time they felt that Ashley was making good
progress with the hearing aids.
I volunteered at the Nashville Speech School. There were probably, about five

kids in every classroom. There were four or five classrooms. So 25 kids are all
deaf. They’re all from around the Nashville area. I knew all about the cochlear

implant. I researched everything. That is about the time when they started
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screening infants for hearing loss in the hospital. I saw firsthand the difference

that a cochlear implant can make. I saw some babies who were implanted at six

months. That was new too. I saw how well those kids were doing. The ones that
were implanted at such a young age, it was like they didn’t have a deficit at all. I
wanted that for Ashley too.

Family Tragedy
Lindsey’s life took an unexpected turn when her husband suddenly and
unexpectedly passed away.

We were just devastated. I took my babies and moved to rural Tennessee. That’s
when we met an audiologist who was the rock star. She found that Ashley was

making progress, but her speech understanding was not good, even with the new
hearing aids, so she pushed and Ashley was deemed a candidate for cochlear
implants.

Lindsey Wanted the Cochlear Implant, Ashley Did Not
Lindsey saw first-hand when she volunteered at the Nashville School, that

children who received the cochlear implant at an early age, had oral language skills that
were comparable to their hearing age mates. Lindsey wanted the cochlear implant for

Ashley because she wanted Ashley to have the same success as the children she saw in
Ashley’s classroom. Lindsey had many questions. She researched every hearing aid,
cochlear implant, manufacturer, and, communication methodology. Lindsey was

comfortable with her decision to proceed with the cochlear implant surgery. However,
now Ashley was a very opinionated third grader who decided that she did not want the
surgery.
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Ashley did not want the cochlear implant at all. She kicked and screamed about
it, but finally decided, oh okay. We bought her some hats and talked about it. So

we proceeded with the implant surgery. We went to her new school and talked to
the classroom about it. Now, she was attending a public school.

Lindsey recalled that Ashley received speech therapy in school and that there
were support services available as well. She was very concerned about Ashley’s

emotional development.
She did have access to some supportive services with writing and speech
language therapy. I just saw her becoming more and more frustrated and sad. We

were in a public school in rural Tennessee. She just felt like she was out of place

there and I just didn’t want to break her spirit, you know. So I kept her home for
middle school and homeschooled her. She was homeschooled for 6th, 7th, and 8th
grade. I ended up asking her Dad’s parents for financial help to get her into a
program called The Hearing and Speaking Program. They agreed and that
seemed to have helped her significantly.

Ashley attended the Hearing and Speaking Program for twelve weeks straight, six

hours of therapy a day, one on one. And we drove to Memphis for that. That was
expensive, but that helped her, to improve her vocabulary. She had fallen behind in
vocabulary development. Her pronunciation also improved dramatically.

Lindsey had researched the Hearing and Speaking Program on her own. When

we discussed the courage and persistence that was needed to navigate this unknown
terrain of hearing loss, she began to cry.
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I mean, honestly, it was like I was telling a friend of mine that, you know, you

find out, that your daughter is deaf, and you have no idea how to help her. I felt

like her outcome was completely based on me. And I didn’t know what I was
doing, so I just did everything I could to get her all the help that I possibly could.
I was not afraid to ask for help. I asked my in-laws for help, I asked everyone.

My child’s life was at stake.
Ashley re-entered public school life during high school. Lindsey said that the
special education director was exceptional. She never had any problems with the

development of the IEP or with meetings at the school. Lindsey was confident that she
and the school personnel were all on the same page. Lindsey was an advocate for
Ashley. She recalled an incident with a high school math teacher.

Ashley found the math teacher to be real mean. She was just very strict. One day,
Ashley misunderstood something, she felt like she was being yelled at and that
didn’t work out. I had to intervene. We had a meeting with the teacher and

reminded her of Ashley’s inability to hear speech perfectly clearly. And that, you
know, for me it’s not that I was setting her up to be spoiled. The thing is that I
don’t want her spirit to be broken. That’s what it was about. My focus was to

make sure she still kept her drive because that’s what, in my opinion, that’s how

she would get through the rest of her life (tearing up).
Lindsey also talked about the fact that she learned about Deaf culture as she was
researching cochlear implants.
I mean, I know, yeah, it is very hard when you consider the stance of Deaf
culture, I mean, you’ll have people who are Deaf that are in complete
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disagreement with the path that you’ve chosen for your child. But honestly, I
think that it doesn’t really matter what anybody else thinks. I mean, you know

your child and what they need to grow and develop. To me, most of my learning
happened after school, after elementary school. And it doesn’t really matter what

happens in elementary school except if it starts to interfere with your desire to
learn. And if that is interrupted, there’s no point in going any further.
There’s no path that’s identical, you know, I mean, it’s just no, there’s no cookie

cutter way. You just have to be a fighter for your children. They are the most
important, precious things you will have in this life.
Carlotta

Carlotta was referred to me by Sofia. I met Carlotta at her home on the near west

side of the city. She had a front porch with a cute porch swing on it. It was all covered
with snow at the time. The house on the inside was very neat and very clean. Carlotta

tried to stop me as I removed my snow covered boots and left them by the front door on
the welcome mat. Carlotta was very friendly and talkative. Carlotta has a 17 year old son
named Mateo. He was four years old when he received his cochlear implant.

Carlotta emigrated from Santo Domingo in the Dominican Republic to the United
States. She secretly left her homeland shortly after she learned that Mateo was Deaf.

Carlotta did not pack many of her belongings. She left quickly and in the evening.
Carlotta said that no one would notice that she was leaving, and since her plane left in the

evening, Mateo would sleep during a portion of her flight. Carlotta was genuinely
worried about Mateo’s safety and his future.
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I was so hurt. My mother told me to give Mateo away. She said that I should not

tell people that he was deaf. That way he would be adopted fast because he was
so healthy and beautiful. My mother did not even think about the hurt I felt. Her

eyes were cold and kind of matter-of-fact. She would not even hold Mateo. I was
shaking because I was afraid. I was so very sad. There is very little hope for

babies with disabilities there. I love my baby and I did not want to give him

away. I could not do that. If I gave him away, I would not know if someone hurt
him or killed him. I don’t think my mother even cared about that. She just
wanted to get rid of Mateo. She did not want me to be stuck with a baby who had

a disability. You see, I had an older son. I had had a baby just two years before
Mateo. He can hear. He lives with their father in Boston. Both boys have the
same father. Their father helped me to pay for a plane ticket to get Mateo to the

United States so that he could get help. Their dad did not want me to give Mateo

away. He wanted Mateo to have a chance to live and grow. I did not want to
leave my home in the Dominican Republic, but I had to so that Mateo could have

a chance in life.
Mateo was given hearing aids in the Dominican Republic. The hearing aids did

not seem to work. Carlotta said that there were few other options available for him. She

said that the hearing specialists were not very helpful or informative. She asked
questions but never really understood what more could be done to help Mateo to hear and

learn to speak. The hearing specialists there tried hearing aids that fell off of his ears

every time they put them on. They did not try to fit them so that they stayed on his tiny
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ears. Carlotta was told that there was nothing else that could be done to help Mateo.

They mentioned the schools for the deaf but did not offer any other solutions.
When their father sent the money, I secretly got airplane tickets. I did not tell my

mother goodbye. I left my home with just a few belongings, and off I went. I
thought that I would leave Mateo here with his father, but things did not work out
that way.

Arriving in Boston

Carlotta said that Mateo was perfect on the plane ride for the entire trip. When
he was awake, he was very calm and peaceful. She said that it was almost as if he knew
that he was going to be taken care of.
Mateo never cried. When we got to Boston, we went to the Boston Children’s

Hospital the very next day. Those doctors were amazing. I am not sure that the
hearing doctors in Santo Domingo are audiologists. They did work at the

hospital, but I am not sure what the titles were. When I asked questions, they just
shrugged, like they did not know or did not care. When I came to the United
States, we stayed in Boston. At the hospital there, Mateo had a hearing test. They
told me that he had a profound hearing loss. The doctors and the audiologists told

me that hearing aids would not really help Mateo because his hearing was so bad.

They said that he needed a cochlear implant. By this time, Mateo was three and a
half years old. The doctors helped us to talk to someone from Early Intervention.

They came to our tiny apartment and taught us a few signs. That’s when we began
to sign with Mateo. He liked it and learned fast. They told me that Mateo was
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really smart. I did not know what a cochlear implant was, but his father knew

about the cochlear implant and thought that would be a good thing for him.
Carlotta and Mateo’s father had relationship difficulty and Carlotta moved to
Cleveland. When Mateo was four years old, he had cochlear implant surgery. Carlotta

recalled experiencing a positive experience at the hospitals.
The boys’ father is very nice, but he is controlling. He did not like that I was
starting to learn English and that I was learning so much about sign language. He

is a good man, we just cannot live together. At the hospital, they did not ask me

about money. They helped me get Medicaid. I am so blessed and so grateful.
The people were so friendly and kind. The hospitals were so clean. You won’t
even believe how clean it was. I am so grateful. I do not question the doctors. I

want the implant for Mateo. They are the doctors and they know what they are
doing. I had faith in them and believed it was the best thing for Mateo. It was

important for me to go through with everything because I left home to give my

child a chance. Every time I see him, I am grateful. I am so happy that I did not
give my Mateo away. I see him every day.
Carlotta felt that the medical team did a wonderful job of explaining how the

implant worked. She felt confident in using the device. Carlotta could not tell me how
the implant works during the interview. She said that she was oriented to the cochlear

implant years ago, and now Mateo manages the implant on his own.
Mateo uses the cochlear implant intermittently. Carlotta said that it is somewhat

difficult to understand what Mateo is saying. Carlotta explained that when Mateo is with

his hearing friends, he uses the cochlear implant and tries to speak. He occasionally

176

wears the implant to school. Carlotta said that it depends on how Mateo is feeling.

When I arrived at the home to interview Carlotta for the first interview, Mateo was on his
way out of the house to go to his part-time job. He is a handsome, tall young man, with

curly black hair and a quick smile. Mateo shook my hand and signed “Hi” to me. I
signed back. He was not wearing his implant at the time. He signed to his mother that he

would be home around 8 pm. Mateo did not use his voice at all while I was there.
Mateo has always been quiet, but happy. He smiles at me and my heart just
melts. It is the kind of smile that is so real, you can tell he is sending love to you
when he smiles. Mateo has a part-time job at a grocery store. He works very

hard to do a good job. Mateo is a very good boy. He never causes trouble. I
think he knows that people have a hard time understanding everything that he

says. That is why he does not talk sometimes. And when he is not wearing his

implant, he cannot hear you to answer you with his voice. I think that sometimes,

he actually prefers not to wear the cochlear implant.
School has Been Good for Mateo

Carlotta has high praise for the teachers and the education that Mateo received.

She said that Mateo currently reads on about the 4th grade level, even though he is a high

school junior.
His teachers are so nice. They like him. They think he is a good boy. Everyone
here is so kind. Mateo likes school, but I found out that he was missing school

sometimes. I was not very happy with him. He was cutting school. He may have

been teased or bullied because he cannot hear. The hearing impaired children all
go to the same school, but there are other kids there too and they can be really
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mean. Mateo’s teacher told me all about it. It was nice of her to report those kids
to the principal. Mateo is getting a good education. School has been very good

for Mateo.

When questioned about his reading difficulty, Carlotta was quiet for a moment
and then said,

Lots of kids have trouble reading. It’s not just because he is deaf. Mateo does not

like to read. His teachers do not bother him about it because they understand.

They told me that Mateo will graduate just like everyone else. They told me not
to worry about it. My son will graduate, Myrita. That is really huge. I don’t
think things would have turned out as good for me and Mateo if we stayed in

Santo Domingo. Here, he had a chance. We had a chance to be a family. I

learned English. I had to work hard. But I think that the implant was the best

decision I have ever made. Mateo can drive, he works. He has an opportunity
here. Mateo can have a better life here with all of the helpful people here in

school and at the hospital.
Carlotta decided to leave her home in Santo Domingo to protect her son
Mateo, upon learning that he was deaf, and to find help for Mateo so that he could grow

and thrive. She expressed fear when her mother tried to persuade her to give Mateo

away. She said that children with disabilities at that time in Santo Domingo had limited
resources. Carlotta was positive throughout the interview. She acknowledges that Mateo

struggles with reading, but she expressed sincere gratitude for all of the assistance that
she received since arriving in the United States. Mateo received cochlear implants. Even

though he wears them intermittently, he can communicate verbally, when he chooses to
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do so. Carlotta narrated that she is happy that Mateo was allowed to grow, thrive, and
live.
Summary of Parent Narratives

The participants’ stories presented in this chapter provide a glimpse into the lives of
each parent as they grapple with the diagnosis of deafness for their child or in some
cases, children. Each parent shared their thoughts about the information that they were

given as it relates to hearing loss, hearing aids, and cochlear implants. The parents’
narratives illustrate their decision making process as they searched for appropriate

educational settings, and navigated the educational process, and interacted with teachers.
Finally, these narratives provide a picture of how the child’s hearing loss impacted family
relationships.

These seven narratives provide a window to the three-dimensional narrative spaces
that illustrate not only the lived experiences of the parents and their families but how the
interactions played out as the parents dealt with school and medical institutions. The

parents narrate temporality elements as they talk about their feelings from the past,

present, and future. The homes of the participants were a significant part of their
landscape which provided context for many of the experiences.
Direct quotations from the data from the first, second, and third interviews were used

to illustrate the parents' experiences. The use of the participants’ own words provides
rich and thick descriptions of those experiences and provide the narrative context from

which themes emerged.
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CHAPTER V
FINDINGS

Introduction
The purpose of this narrative research was to investigate the lived experiences of

parents of children who have cochlear implants. Seven mothers participated in this

research study. Chapter four presented detailed narratives of each parent as they entered
into complex decision making processes regarding cochlear implant surgery and use, and

school. Data from semi-structured interviews provided thick description of the lives and
resiliency of these parents who are raising children with cochlear implants. This chapter
will present six major themes along with subthemes that emerged from the codes that

were developed from the interview data. The major themes include: 1) deciding to have

the cochlear implant surgery, 2) seeking information, 3) the school experience, 4) so

many appointments, 5) experiences with the cochlear implant device, and 6) family
dynamics.

Deciding to Have the Cochlear Implant Surgery
One of the first decisions that parents are faced with after their child is diagnosed

with deafness is whether or not to have that child undergo cochlear implant surgery. This
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theme emerged as the first of many decisions that had to be made after learning that the
child is deaf. In all of the narratives, the families tried hearing aids first. The families
were told that hearing aids probably would not work due to the severity of the child’s
hearing loss. After the children did not demonstrate an awareness of sound with hearing

aids, cochlear implants were recommended. Two subthemes seemed to capture the
experiences of the parents as they decided to have the cochlear implant surgery, and these

were polar opposites. The first is “no choice” where the parents were presented with the

recommendation of a cochlear implant as virtually the only option. The second is

expressed by a parent, “I chose the cochlear implant” in the case where she pursued the
cochlear implant in part due to her experiences where she had an opportunity to witness
the progress of other children who were born deaf and who had received the cochlear
implant.

No Choice

In six of the seven narratives, it appears that the parents were presented with little
to no alternative options related to helping their child gain access to sound or a rationale

for the surgical procedure. Some of the parents simply followed the recommendation of
the physicians. The parents felt that the doctor was the most knowledgeable person about
hearing loss. The physicians’ opinions and recommendations were highly valued. While

the parents were not presented with alternatives and a rationale for the surgery, in these
cases, the parents went along with the recommendation and agreed to have the cochlear

implant surgery for their child. I was struck by the clarity and emotion with which each
spoke about deciding to have the cochlear implant surgery. Zuri poignantly narrated the

moment that the audiologist presented a final diagnosis and recommendation.
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She wore a blue skirt with a blue and white sweater. She had a white, white lab
coat on. She looked at me with cold eyes and said, ‘If you ever want her to say I

love you, Mom, then you better get the cochlear implant.’
Zuri’s narrative revealed that no other options were discussed and that the

cochlear implant team did not provide a rationale for choosing the cochlear implant. Zuri
said that the cochlear implant was presented more like a “threat” than a medical
recommendation.
Kia’s story was very similar to Zuri’s in that the cochlear implant was presented

as the only therapeutic intervention that would give her child access to sound and allow

him to learn to speak. Kia said,

They found his loss was profound to severe. So it really was no point in having
the hearing aids because it wasn’t giving him any of the benefits. So they

basically said like the cochlear implant was the only other option basically. And
the earlier you do it the better. So that's why I chose to go that route. I don’t feel
as if it was like, a choice basically.

Julienne indicated that the cochlear implant team persuaded her to have Nathan
implanted. She recalled that the audiologist and the surgeon were particularly

instrumental in that decision.

They just kept telling me about the miracle of the cochlear implant. The
audiologist was the one who kind of really talked me into it, and the surgeon did

too.
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Christy, Sofia, and Carlotta went along with the recommendation of the cochlear
implant team. They valued the physicians’ experience and felt that the medical team,
were the experts. Christy said,

We just went along with everything. Erin made some progress, but it was really

slow. We later found out that the hearing in the other ear had deteriorated, so a
second implant was recommended. Again, we trusted the doctors and agreed to

the surgery.

Sofia did not feel that she was knowledgeable enough to make an informed
decision, so she trusted the physicians. She said,
When they said that cochlear implants would help my girls, I agreed. They were
doctors. Who am I to challenge them? They did tell us that hearing aids were not

working because the girls were too deaf. The only choice was the cochlear
implant.

Carlotta and Sofia’s experiences are very similar. Carlotta looked at me with wide

questioning eyes and said,
I do not question the doctors. I want the implant for Mateo. They are the doctors

and they know what they are doing. I had faith in them and believed it was the

best thing for Mateo.”
I Chose the Cochlear Implant
Lindsey was the only parent in this research study who clearly stated that she
wanted the device. It took several years of testing her daughter Ashley before she was

determined to be a candidate for cochlear implantation. Lindsey admittedly read
“countless” articles on cochlear implants and deafness. While volunteering at Ashley’s
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school, Lindsey was amazed at the progress that children who had cochlear implants were
making. She was “relieved” when the audiologist determined that Ashley was in fact a
candidate for cochlear implants. Lindsey recalled,
I saw firsthand the difference that a cochlear implant can make. I saw some

babies who were implanted at six months. That was new too. I saw how well
those kids were doing. The ones that were implanted at such a young age, it was

like they didn’t have a deficit at all. I wanted that for Ashley too. Ultimately, I

chose the cochlear implant.
Seeking information

Across many of the narratives, there is a theme relating to the desperate search for
information. Parents expressed that they had questions, but their questions were not being

answered. In some cases, the parents did not understand the explanations and
information about hearing loss and cochlear implants that were offered by physicians,
audiologists, and speech-language pathologists. The professionals explained hearing loss

to parents using technical terms that were unfamiliar to the parents. Data from four of the

seven narratives revealed that parents went on their own search for information. These

parents sought information and found the answers to their questions using a variety of
sources outside of the medical team.
Zuri expressed frustration over the lack of information from the medical team.
When Zuri’s daughter, Malia was undergoing multiple audiological examinations, Zuri
did not understand the purpose or the results of the tests. I made a handwritten note that
as Zuri recalled these specific experiences, she clenched her fists and spoke with tears in
her eyes.
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No one answered my questions. They just kept telling me, “No, she can’t hear!”
I’m asking the ENT, Why is she turning around when she hears sound? They

were like, “She feels vibration.” It didn’t make sense. I had a lot of questions,

they weren’t answering any of them.

They know, and they assume that you know and that you understand, but that’s
not what it’s really like. Parents need someone to talk to and answer questions.

She has a sensorineural hearing loss. I felt like they did not explain that to me.

They do ask if you have any questions, but if you don’t know what they are
talking about, how can you ask a coherent question?
Zuri’s quest for information led her to enroll in Speech and Hearing courses at the
city university. Zuri said,

There I was with a deaf child and the little information that they gave me did not
make any sense at all to me. So I decided to take an audiology class to help me to
figure out how to help Malia. It wasn’t until your class that I understood that
being deaf does not mean you cannot hear anything at all.

Zuri decided to go ahead with the recommendation of a cochlear implant when
she heard a simulated recording of hearing loss in one of the courses. It was after this

classroom experience that Zuri decided that her daughter needed more access to sound
than hearing aids were able to provide.
Christy had similar experiences. She stated during most of her encounters with

physicians and audiologists, that she left feeling confused. Christy found the answers by
using Internet resources such as Google and Facebook.
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They were all very nice, but yeah, I definitely didn’t understand what they meant
the first or even the second time that they tried to explain hearing loss and

cochlear implants to me. Maybe they don’t have time to go over everything
completely.
At the end of appointments, they always ask you if you have any questions, but

like without knowing what to ask, I really couldn’t ask anything. I would just
take everything and they say, and then go home and Google it and look it all up

and try to figure out what they were talking about.
Christy expressed that she usually felt better and after completing research on the

Internet. She also shared that there are a variety of Facebook groups for parents of

children with cochlear implants. She noted, “The Facebook groups have been the most
helpful thing to me in terms of giving me answers to my questions.” These groups on
Facebook have become a source of information, community, and belonging for Christy.

There is so much on Facebook. You can join a group and the people ask
questions that I would have asked too. So you can go on there and the knowledge
there is amazing. You can ask anything, like, Why is my child walking like she is

dizzy after cochlear implant surgery? It was a parent, not a doctor who told me
that it was common because the inner ear, where the implant is, also controls

balance. Then they reassured me that it would pass, but to watch her carefully.

You realize that there are other Moms out there going through the same thing as
you are.

They even have answers for things like the caps for swimming that hold the
cochlear implants in place. People also ask questions about specific cochlear
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implant manufacturers, accessory questions, and surgery questions. Parents post
pictures. They show you what the scar looks like, even as it heals.

Lindsey, much like Christy and Zuri sought information on her own. Lindsey

admitted that looking for information on her own was something that she routinely did.
I have always been the kind of person who will look for answers to nagging

questions. I asked a ton of questions at the doctor’s appointments. I admit that

most of the time, I left there feeling confused. You are emotional when they are
telling you all of this important information. You don’t want your child to know
you are upset and that conflict just makes you feel like you are having an out of

body experience. So I learned to take notes, write down what I was confused
about, and then go look it up at the library. I spent a lot of time there!
I just looked for the information to fill in what I did not get from the experts. So,

when I learned that Ashley had a hearing loss, I went to the library. I got medical

books about hearing loss, parts of the ear, etc. Then I took out books that were

meant for parents like My Child has a Hearing Loss or My Child Gets Hearing
Aids was one book that I remember.

So when the Siemens digital programmable hearing aids were recommended. I

looked up the company’s 800 number on the pamphlet that the audiologist gave
me. I called them and asked them to explain digital and programmable to me.

They were really pleasant and told me that parents do not usually call, but I got
this one person on the phone, I think she was an audiologist, who was very
patient. Not only did she answer my questions, she sent me more information that

was written for parents in plain English.
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Kia became interested in becoming more efficient in the use of American Sign

Language. She realized that her son, Elijah, needed to have an alternative method of
communication because there were so many times that he was without his cochlear

implants. Elijah lost the processors many times. Without the cochlear implant
processors, Elijah could not hear. Kia’s search for more information about sign language
led her to discovery regarding Deaf Culture.
I took two sign language classes. Those classes were amazing. I was instantly

better able to help Elijah with his homework, and our relationship was so much
better because we could communicate better with each other. We sign a lot to one

another. I also took a course in Deaf Culture. Wow! My eyes were opened to a
whole additional side of Deafness.

Kia expressed that she feels that the cochlear implant team did not provide her

with complete information that should be given to every parent who is trying to make a

decision about cochlear implantation. Kia said that parents should know about the
benefits of cochlear implants as well as the existence of Deaf culture. She said, “I wish I

would have been told that it was an option for my child to be happy and Deaf. They

should also explain that the child will still in fact be deaf even though they have a
cochlear implant.”

While three parents in this study did not narrate that they actively looked for
answers to questions from sources other than the medical team, it seemed that there was a
sense of needing more information. Sofia, for example, said, “I did not ask a lot of

questions, I don’t know what to ask.” Julienne echoed similar sentiments as Sofia.

Julienne said, “You don’t know what you don’t know. You just don’t know what to ask.”
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Carlotta did not seem to need information beyond what her doctor shared. She seemed to
have faith in the medical team and said, “I do not question the doctors.. .they are the
doctors and they know what they are doing.”
The School Experience

The data from this research study revealed that parents of children with hearing
loss encounter many obstacles as they navigate the school experience. The participants in
this study had children across the grade span of school that ranged from preschool to
college. The participants had complex, diverse experiences as they made decisions about

the education of their child (ren) with hearing loss. The subthemes under the school

experience include school choice, “parents feel small” in reference to the individualized
education plan (IEP) meetings, passing kids along, and academic progress.

School Choice
One of the most important decisions that any parent faces involves selecting a

school in which their child will be educated. A common thread in the narrative of the

parents in this study revealed that parents felt limited in their range of choices as they
made decisions about school because their child had profound hearing loss. Five of the

seven parents stated that their children attended the only public school in the city that had
special programs and services for children with hearing loss. While the city’s school

district provides Intervention Specialists to support students who have a disability in any
area, parents insist that there is only one elementary, middle, and high school in the entire

city that has comprehensive services for students who have hearing loss. Julienne said,
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The decision was made for me. When you graduate from 8th grade from Martin
Elementary School, the next stop is John Glenn High School. You basically have

no choice.

Sofia echoed a similar response:
Martin was the only school in the district for deaf kids, so both girls went there.

We liked it there. Then after 8th grade they go to John Glenn

Zuri had chosen a small, single gendered school for Malia for kindergarten and
first grade. This was a public school in her neighborhood. Zuri visited the school and

liked the classrooms in which the children seem engaged in learning and well behaved.
She had weighed her options and chose the all-girl school so that she would not have to
worry about bullying. Malia, however, was the only child with hearing loss in the entire

school. Zuri was concerned about this at first but felt that the school many positives to
outweigh this aspect of concern. When Zuri volunteered to help in Malia’s classroom,

she realized that Malia was not processing information in the same way that her hearing
age mates were. It was then that Zuri realized that she needed to make other choices for
Malia’s education. Zuri recalled,

They had a good curriculum that was very broad, but it doesn’t fit her. It doesn’t
benefit her. They just had no idea how to help a child who had a hearing loss.

She would never succeed there.
In a city district with many schools, Zuri found only one school to be a good fit

for Malia and Amirah. She was amazed that Malia’s new teacher recognized the

comprehension difficulty that she had brought to the attention of the teachers at the

previous school. Zuri said the teachers at the all-girls school told her that Malia was new
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to the world of reading and that comprehension would come later. Once enrolled in a new
school, however, the comprehension weakness was readily identified.
Within her first year at Martin School, the teacher said, “She is a good reader, but
her reading comprehension is not where it should be. We will work on that.” I

was ready to jump for joy. Yes! She has always struggled with comprehension,
even though she knows the sight words. I’m so happy I took her out of that
school.

Even though Zuri transferred her daughter from her first choice, single-gendered

school to the only public school in the city with specialized services for children with
hearing loss, Zuri feels that it was a good fit overall for the needs of her children.
In Christy’s case, her daughter Erin was enrolled in several infant-toddler groups

for children with special needs. Christy searched for an appropriate school for Erin when

she reached pre-school age. She began by contacting her city’s school district. Christy’s
residential school district recommended that she relocate her family to another city

because the small suburb did not have any deaf children in the entire school district.
Christy did not move her residence. However, she had to enroll Erin in a school outside
her home district. She turned to Mayview School where her daughter was receiving

services through the infant-toddler group at the school. Mayview served children from
preschool to grade 8.
I was familiar with the school and thought it would be a good choice because they

specialize in educating kids with hearing loss, focusing on the oral approach.

Christy transports her children to the school and is reimbursed for mileage from her
residential school district.

191

Lindsey moved out of the state before her daughter, Ashley’s hearing loss was

diagnosed. Lindsey’s search for a school for Ashley took her across several states and

resulted in enrollment in private schools, public schools, home schooling with specialized
tutoring for vocabulary development, and finally to college. Lindsey seemed to have

more choices available to her that were not available to the other participants due to
social and financial capital that appear to exceed that narrated by other participants.

We went up and down the Eastern seaboard, looking for a place for her to go to

school. I think I looked up information on all these schools for deaf children. My

husband and I visited two schools in Nashville. We visited one school in
Pittsburgh. I loved the school there. There was a nun who was a teacher and she

was just awesome. Then we came to Ohio and visited a school. We visited
Mayview School too. Finally, we visited a school in Nashville and it was an
auditory school for deaf and hard of hearing children. It was a private school with
small classrooms. I loved the school.

Parents Feel “Small”

Despite their key role as a member of the IEP team, parents often narrated feeling
devalued and insignificant during the IEP process. Parents described the IEP process as
being overwhelming. Several parents in this study reported feeling frustrated,
overwhelmed, and unimportant when attending the IEP meetings. Other parents did not

feel that they were qualified enough to make recommendations or to challenge the
information presented in the IEP meeting. Julienne for example said, “I felt small” when

she recalled how she felt sitting at the table with highly credentialed school personnel.

Julienne further recounted that she did not feel that she played a role in the
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development of goals for her son Nathan. She said that Nathan’s goals rarely changed
and that she felt insignificant and intimidated by the entire IEP process.
The whole thing was just redundant, that’s all! It was the same thing. It seemed

like the goals never, they changed a little, but I guess he was at his baseline pretty
much, you know. So especially getting into high school, it has been the same and

over and over...
I did not make any recommendations, because these people are sitting there with

all their degrees, you know, sometimes they made you feel like you don’t matter

and that they have all the answers. I honestly did not know what to say, I was not

comfortable suggesting anything. I just felt small, just small.

Christy’s experience with the initial IEP left her feeling exhausted and
exasperated. The first IEP meeting occurred when Erin was in kindergarten. Christy and
her husband attended. She noted how “scary” the meetings were initially and that she has
“gotten better with them.” Her description of the first meeting reveals the mismatch

between her knowledge of Erin’s development compared to the school’s plan for Erin.

The meetings early on, especially the first one, were the source of major
frustration and trying to figure out what’s best for your child... They had all these

goals and I thought I told them, that the goals were totally ridiculous. I’m like,
you’re saying that she’s going to do everything a typical kindergarten child does

by the end of the year, but she can’t even count to 10. My daughter barely speaks.

This doesn’t even make sense to me that you’re making this a goal. I thought they
were unattainable.
Christy said that despite her concerns, the goals were not changed, and as a result,
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her daughter did not reach the goals that were established at the beginning of the school

year. Christy added that the goals for the next school year were simpler, but explained
the feeling of defeat when a parent reads that the goals for that year were not achieved.

It is just not what a parent of a hearing impaired child needs to see, another
milestone not achieved. You already feel like you are failing. You tried to tell
the teachers that the goals were too lofty, but they don’t listen. Now here it is a
part of her permanent record, another failure.

Sofia’s youngest daughter is a high school student. The oldest daughter has

graduated from high school. Both girls are lagging in reading achievement. Sofia said
that she did not express her concerns in the IEP meetings due to her lack of understanding

about the IEP process, and her basic trust of the professionals who were guiding the
meeting.
Natalia is reading at a third grade level. She is in the 11th grade. I did not

mention this in the IEP meeting. I just listen. I don’t understand everything. I
just listen. They have the skills to help her and make goals.

Similarly, Carlotta did not feel qualified to challenge the IEP team members.
Carlotta said, “I think the teachers are the experts. I leave everything up to them.
Who am I to tell them what he needs.”

Zuri found an advocate in the speech-language pathologist (SLP) from the
hospital. The SLP went over the IEP for both of Zuri’s daughters and made suggestions
that Zuri then took with her to the IEP meetings.

You can feel really anxious and afraid before those meetings with all of those

professionals, but the speech therapist from the hospital made it much less
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intimidating. She explained everything to me. She is awesome! She helped me

with so much. Like with Malia’s first IEP that they wrote up at the school, I
brought it to her before I signed it. She read it over and she said, “OK, I think she

needs more of this,” and would help me tweak it and bring it back to them. That
was so helpful!
Lindsey recalled one IEP meeting in which she felt as if she was not being heard.

Ashley was re-entering the public school system in the ninth grade, after being home

schooled for middle school. Lindsey said that the school system wanted to “hold Ashley
back a year, and have her start school as an eighth grader.” Lindsey was adamant about
Ashley starting in the ninth grade, because she was fearful of what this would do to
Ashley’s self-esteem.

Ashley had been held back once before. This would put her in classrooms with

much younger children. I knew that I had to protect her self-esteem. Nothing was worth
ruining her self-image. I mean, I just had to tell them. You know, they’re doing their job,

but I did feel that they were underestimating her.

Lindsey sought the help of one of the therapists that worked with Ashley while

she was home-schooled. Lindsey said, “Of course, that’s what sealed the deal because the
therapist really represented her very well.” As a result, Ashley started school, in the ninth
grade.

Lindsey also had positive experiences with IEP teams. She described her

experience with a school in Tennessee.
The special ed director was just fantastic. I can’t tell you how happy I am with,
rural Tennessee, and the schools there, cause I hated it there. I mean, I hated the
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place you know, in the country, but the special ed director was just wonderful. It’s

like basically she knew I was engaged and so she talked to me as a person. She
listened to me and to all of my concerns. You know, I was vocal about what we
needed, but she created a space where I was comfortable expressing myself. We

kind of negotiated about Ashley’s goals.
Passing Kids Along

The school experience for the parent participants in this study

revealed a consistent perception that the children with hearing loss were just being
“passed along” without making significant gains in academic achievement.

Christy said, “It is very interesting that they seem to just push them along.” She

recalled how her daughter Erin struggled as she studied for a social studies test. Erin was
never given the exam. Yet the grade book revealed a score of 100%. Christy said, “How
did she get 100%? She did not know the material.” Zuri expressed the same sentiment.

As Zuri watched her daughter, Malia struggle with comprehension, she wondered why
the classroom teachers were not addressing this hurdle. Zuri said, “I felt like she was one

of those kids who would just be passed along.” The theme of passing kids along was
echoed again in Julienne’s narrative about her son Nathan. Julienne said, “He is

struggling with his reading. He is in the 11th grade. He is reading at a fourth or fifth

grade level. But he gets pretty good grades. I kinda feel like they just pass the hearing
impaired kids on, just to get them out of there.”
When I asked Sofia if she was concerned about Natalia’s reading ability, she

replied, “No, they know that she cannot hear. I think they let all the Deaf kids just pass.”

Kia talked about the rising sense of frustration as she helped Elijah with his homework.
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She would eventually get tired and just tell Elijah the answers to write down. Kia said,
“_ it was frustrating especially if he is going to pass the tests anyway.” Carlotta

explained that Mateo’s reading was “not good.” Carlotta said, “His teachers do not

bother him about it because they understand. They told me that Mateo would graduate

just like everyone else!”
Lindsey was the only participant who did not express the feeling that her child
with hearing loss was being “passed along.” She did express dissatisfaction with the

education that Ashley was receiving at an oral elementary school, and decided to change

schools. “I moved her out of the speech school because I felt like she wasn’t gaining
anything anymore there.” Lindsey then became concerned about Ashley’s psychological

well being after removing her from the oral school and placing her in a public school
setting. Lindsey said, “Ashley just felt like she was out of place there and I just didn’t

want to break her spirit.” At that point, Lindsey decided to home school Ashley.
Academic Progress
The parents who participated in this study reported a variety of differences in the
knowledge and skills that their children can demonstrate as a result of their educational
experiences thus far. In terms of their children’s literacy skills, the narratives show an

almost even divide in how the participants describe their children's’ reading ability. Three
parents reported adequate or improving reading ability and four parents reported that their

children are reading significantly below the level of their hearing age mates.
Zuri has two children with cochlear implants. Her oldest daughter Malia

struggled with reading comprehension. Zuri reported in her third and final interview for
this study that Malia was beginning to show improvement in reading ability. Zuri
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excitedly said, “Malia just had this huge growth in her reading comprehension. She
scored at the advanced level on the NWEA in reading.” Zuri said that Malia has

completed a special reading program for children with hearing loss and is now “going
into the second grade reading on a 3rd grade level.” Zuri was also pleased with Malia’s

math and spelling skills. “She is an amazing speller and her math skills are very good too.

She is even doing well with word problems, so her comprehension skills are needed for

that.” Zuri’s younger daughter, Amirah is only in preschool, but “already recognizes the
first 100 sight words.” Zuri said that Amirah loves books.

Christy, like Zuri, has two children who have cochlear implants. Erin is in the

third grade. Braxton is a first grade student. Both children have bilateral cochlear
implants. Christy said that Erin is having trouble reading, but is making progress. “My
daughter is reading at the first grade, almost second grade reading level,” she said.
Christy said that the school is currently having Erin tested for a co-existing learning

disability. Erin is making progress, but it takes her “a long time to reach her reading
goals in particular.” Braxton is reading “above his first grade level.” Braxton is also
showing that he has a “talent for math and numbers.”

Lindsey’s daughter Ashley is a college student. Lindsey recalled that school

overall was difficult for Ashley. She remembered, “It was tough seeing her struggle with

reading.” Lindsey explained that Ashley has had “challenges all along the way, but
persevered with reading and school.” Even today, Ashley has to put forth a great deal of

effort to hear and understand. She tapes her lectures, “pre-reads and re-reads” class

notes, and uses “whatever resources are available to help her. She knows where and
when she needs help.”
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Progress in reading for the children of Carlotta, Kia, Julienne, and Sofia are

notably different compared to those reported by Lindsey, Zuri, and Christy. Carlotta,
Kia, Julienne, and Sofia reported academic difficulty in many areas and much larger

achievement gaps in reading.
Both of Sofia’s daughters have cochlear implants. Isabella graduated from high

school reading at a third grade level. Natalia is a high school sophomore and is currently
reading a fourth grade level. Sofia believes that much of the academic difficulty the girls

have encountered in school has been due to their poor reading skills. Sofia said, “It’s
hard to do math or social studies if your reading is poor, but they still try, they have

phones and they text their friends.”

Julienne and Sofia had similar narratives related to academic progress. Julienne’s
son Nathan is currently 18 and in the 12th grade. He is reading at a “fourth or fifth grade

level.” Julienne said that Nathan “does not really like school” and feels that Nathan is
“just ready to move on.” She does worry about Nathan’s education going forward. “I

worry about him even going to community college, because I know his reading and math
are really poor.”
In Carlotta’s narrative, it was revealed that her son Mateo is a 17-year-old high

school junior and reads at “about the fourth grade level.” Mateo appears to like school.
Carlotta said that Mateo is doing very well in school, despite his struggles with reading.
Carlotta views Mateo’s place in the world with joy and hope. Today he works part-time,
he goes to school and he has friends. It is the life that she envisioned for him, and is why

she left Santo Domingo all those years ago when it was suggested that she give her son

up for adoption.
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Kia’s son Elijah is 11 years old and in the fifth grade. Elijah has bilateral

cochlear implants. Kia said that reading has been particularly challenging for Elijah.

Currently, he is reading at a “first grade level.” Like Sofia, Kia noted that her son’s

difficulty with reading is presenting challenges in other academic areas. She said he is
struggling with language arts and math. “He knows the numbers and he might be at a

fifth grade math level, but if it's a word problem and his reading level was at a first grade
level, how do you explain what this means to someone that's at a first grade level.... And

in language arts, they are trying to explain to him parts of speech. He doesn’t understand
this!” Kia said that while worries “constantly about Elijah’s school progress,” that she is
“encouraged because she sees progress, though small, it is progress.” Kia’s strength was

evident when she said, “I won’t let him give up. He is made from great genes!”
So Many Appointments

All of the parents who participated in this study expressed astonishment over the
number of appointments that are associated with raising a child who is deaf and who has
undergone cochlear implantation.

Zuri said that she initially thought that the many appointments that were
scheduled were routine just to determine cochlear implant candidacy. Zuri explained,

We saw a psychologist or behaviorist to see if we were a good match for a CI.
Then we saw the SLP, audiologist, and a geneticist. Just as I was letting my
guard down, I realized that this does not stop with the cochlear implant surgery.

There are therapy appointments and follow up to CI mappings. You have to go to
the ENT once a year, and just running around here and there. When you have two
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children who are deaf, they try to schedule the appointments on the same day, but
sometimes that is not possible, so that means even more appointments.
Christy had similar feelings about the number of appointments that were scheduled. She
said,

There were so many appointments that my head was spinning. Remember that I

have two kids with cochlear implants. They both get speech therapy at school.

My son is seen one time each week at school, but he is going to two days each
week next year. My daughter goes two days a week at school. Plus they both see

another specialist at the hospital. My son sees that therapist every other week, my
daughter, every week. And then my daughter also goes monthly to see an

auditory-verbal therapist. She gets extra therapy in the summer on a weekly basis.
This is just for therapy related to the cochlear implant. There are also follow up

appointments with the ear, nose and throat specialist, frequent mappings of the
cochlear implant with the cochlear implant audiologists, and sometimes an

emergency appointment with the audiologist when things are not going quite

right.

If somebody gets sick, I am really running. I have a planner and it is packed with
appointments. There are so many appointments!

Now, I also have two children under the age of three and they have regular
pediatric appointments.

It is definitely more appointments than I ever imagined. Even in the summer, not

a week goes by when we do not have any appointments.
Kia said that no one mentioned that there would be multiple appointments. She

201

did not know what to expect. She said that she wishes that the cochlear implant team

would have been more open about how much follow-up is associated with the cochlear

implant. Kia said,
I think it was more than I thought [therapy]. They phrased it basically as he

would need it before he got the implant and then maybe a little bit afterward, but

it didn’t seem like it was going to be a lifetime journey type of situation.

Sofia said that she knew that there would be frequent appointments, but she did
not

anticipate that her daughters would get to the point that they would refuse to go to
therapy.
I remember that they told me that they would need therapy for life, but now that

they are big, they do not want therapy. Natalia refused before Isabella. Natalia
said that therapy is for babies and that she doesn’t need therapy because there is
nothing wrong with her.

Lindsey, Carlotta, and Julienne all had similar feelings about the number of
appointments. Their feelings can be summed up in a statement by Lindsey:

There are a lot of appointments, I can tell you that. The thing is you just do what
you have to do to help your child. It doesn’t matter if you are driving all over
town like a crazy person, if your child can say one word better after three weeks

of running around, it is worth it. You do what you have to do. You don’t even

know you are exhausted because you are a Mom.
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Experiences with the Cochlear Implant Device
Across the seven narratives, parents voiced complex experiences with the
cochlear implant device. The overall theme that emerged is related to experiences with
the cochlear implant device. The experiences were grouped into sub themes that include

benefits from the use of the device, frustrations with the device, consistency of cochlear
implant use, and parents’ feelings about the appearance of the device.
Benefits from the Use of the Device

Several parents talked about the joy that was experienced when they realized that
their child could hear sounds. Christy said, “I’m grateful for the cochlear implants.. .I
can’t imagine my kids not being able to hear us and the sounds in the environment.” She

also talked about how much happiness she experiences when having a real conversation
with either her son or daughter. She said, “It can be something really small, like talking

about a commercial on TV and I’m like, I just talked to my child and they understood
exactly what I said!” Zuri and Lindsey expressed the same sentiment of joy and

happiness after realizing that their children could hear. Zuri said, “Amirah can hear

almost any sound, even really quiet sounds. She will ask me, “Mom, what was that?”
Also, both girls “are chatterboxes.” They talk all the time, all the time. I love their sweet

voices.” Lindsey pointed out that the cochlear implant allowed Ashley to become

independent. She said, “Ashley can speak for herself. She can hold her own and she will
graduate from college.”
Both Kia and Carlotta echoed similar observations about their sons being able to

respond to sound. Kia said, “I am happy that Elijah has access to sound.” Carlotta said,
“When Mateo wears it [the cochlear implant] he can hear much better.”
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Sofia and Julienne did not report any benefits from the device. Sofia said that her
daughters did not benefit at all from the cochlear implants. Julienne said that her son,

Nathan just “never responded positively to sound.” She said that even when he had the
processor “on his head, the device was turned off. He figured out how to turn it off and

make us all think he was wearing it and was hearing.”
Frustrations with the Device
Parents were frustrated with many aspects of the cochlear implant. The word
“frustrated” came up many times throughout most of the interviews. Parents expressed

frustration when their children lost the instruments, over the complexity of the device,
and during attempts to keep the device on the child. There was also general frustration

expressed as some of the parents recalled their children’s’ rejection of the cochlear
implant.

Zuri and Kia expressed frustration over the constant loss of the instrument while

engaging in everyday activities and the procedures that are required to obtain a
replacement device. Zuri said, “My frustrations are around the cochlear implants getting

lost. You are kind of out of luck until they send you another one. It could take weeks,
and so it can be frustrating.” She also added, “When they are young, they will lose it and
just keep going sometimes...” This caused her to retrace her steps from the playground

to the grocery store in search of the missing device. Kia said that the cochlear implant
manufacturers only offer one lifetime replacement of the device. She said, “It is so

frustrating because you are constantly trying to figure out where he lost the device. It’s a

magnet so it sticks to everything, swings, monkey bars, sliding boards. I run around
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looking everywhere for the processor and then I am trying to figure out if and when I find

it, and whether this is the new one, or the old one?”
In addition to Kia’s disappointment surrounding the loss of the device, she also

explained how the cochlear implant “gives you a false sense of security. You begin to
believe that you have a hearing child, and you definitely do not.” Kia said that it
sometimes difficult to know what Elijah can and cannot hear and understand. She stated,
“It’s frustrating because even if he can hear it or repeat it, he still might not understand

the meaning of the word. So you can have a full conversation with him and he can hear
it, but that does not mean he understands it. He might understand 50% of what I say. So
that is really frustrating.”

Zuri, Christy, and Sofia described being initially overwhelmed when they arrived
home after the first cochlear implant activation appointment. Zuri said, “They give you a
big old suitcase to take home, literally. It is filled with so much stuff, so many wires and

attachments. Malia had a suitcase and Amirah got a backpack!” That sense of being

overwhelmed eventually led to frustration. “It is so frustrating just trying to figure out

what goes where. You cannot remember anything!” Christy said, “They send you home
with a lot of equipment. At one time, since the two of them now have bilateral cochlear

implants, we had like eight remote controls and we were not sure what they all

controlled.” Sofia said, “I remember that I had that bag of stuff... I had two babies who
had cochlear implant surgery on the same day. I was really overwhelmed.”

Another source of Christy’s frustration was trying to keep the device tethered to
her children, particularly her son Braxton. “He was so active, and he was constantly

taking the processor off.” She finally created a cap that closed under the chin with
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Velcro that kept the device on her son. Christy allowed Braxton to pick out the dinosaur

that she sewed on the cap. “I think he felt like he had on a special helmet. Anyway, it

worked!”
Carlotta like Christy had to “fight with” Mateo “all the time, especially when he

was younger.” She said, “I was very frustrated!” Carlotta said that while Mateo uses his
cochlear implant intermittently, she thinks that he “prefers not to wear the cochlear
implant.”

Sofia and Julienne felt frustrated when their children rejected the cochlear implant
device. Sofia said, “I was frustrated and sad, kind of to think that neither one of my girls

wants to wear the cochlear implant. Julienne said, “Nathan just would not wear the
implant! He just refused! That was really frustrating and defeating.”
Lindsey was very excited when Ashley was finally determined to be a candidate

for cochlear implant surgery. She became frustrated when Ashley said that she did not

want the surgery. She said that Ashley then eight years old “kicked and screamed about
it.” Lindsey said, “It was frustrating trying to explain this complicated decision to a

child.” After talking to Ashley about the procedures and buying her some cute hats to

wear after the surgery, Ashley agreed.

Parents’ Feelings about the Appearance of the Device
The parents in this study expressed differing reactions regarding the appearance

of the device. The cochlear implant is a visible device. The external processor looks
like a large hearing aid that fits behind the ear and attaches to the child’s scalp with a

cord and a magnet. One mother, Julienne, was very disturbed by the appearance of the
cochlear implant and by the reaction of people in the public to her son’s cochlear implant.
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Julienne said, “People stared at him. That hurt because that was my son, you know. So I
started making him wear a hat. Then I would put the cord under so no one could see

much.” Julienne said that she was startled by what people would actually say to her. She
said, “Sometimes old people would say, what is that thing on his head? You know how
they talk! They have no filters!” Julienne said that this made her feel terrible and that
one comment like this could ruin her entire day. She feels that part of Nathan’s rejection

of the device was related to how people responded to him in public. “He didn’t like
people staring and pointing at him. After a while, he just refused to wear it.”

The remaining six parents acknowledged that people would ask about the
cochlear implant device, but it did not cause them to have any negative feelings about the
appearance of the device. Zuri said, “You would never know unless I told you that my

girls had a cochlear implant. Sometimes people notice and say, ‘what is that thing you

have in her hair?’ I just tell them, it’s a cochlear implant and it helps them to hear.” She

laughed when she recalled one person saying, “Oh, I thought it was a barrette.” Another
person said, “I thought you had a tracking device on her!”

Christy did not express concern about the appearance of the cochlear implants

because it connected her children to speech and communication. She said, “They can
hear with their implants on, and that’s all that matters.” Christy said that strangers do ask

about the cochlear implants. She said that she recognized that “people don’t really
understand anyway. I just tell them that it helps them hear. This is how they hear and
that seems to satisfy their curiosity.”

Lindsey explained that “random people” seem to ask about the cochlear implant,
“but that was never a sticking point for me.” Lindsey said she felt that it was important
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to provide Ashley with a model of how to respond to people about the device and to show
her that “mom is not embarrassed in the least bit about you having a cochlear implant.”

Sofia and Carlotta both acknowledged that when their children were young,
people inquired about the device. Both however said that the appearance of the device

was never a problem. Carlotta said, “He is my son. He is beautiful, yes? It does not
matter if he needs a cochlear implant.”
Consistency of Cochlear Implant Use

The parent narratives revealed that there is a mixture across the participants
regarding the use of the cochlear implant device. The children of Zuri, Christy, and

Lindsey wear their devices consistently during all waking hours. Carlotta and Kia’s sons

report using the cochlear implants intermittently. Julienne and Sofia’s children do not
use the cochlear implant device at all.
Zuri said that on a typical day, her daughters wake up at 7 am and will put on the
cochlear implant processors. They wear the devices all day until bedtime, which is

around 9 pm. Zuri admits that it took time and struggle before each child acclimated to
wearing the device, but today, each child uses the cochlear implant(s) at least “13 to 14

hours every day.” Zuri said, “Amirah will not even wait until I comb her hair for school.
She yells at me, ‘I need my processor! I need my processor!”
Similarly, Christy explained that Erin and Braxton wear their cochlear implants
consistently, all day. She said, “They wake up at 6:30 in the morning and they go to bed

about 8:30 in the evening. I mean it's wake up until bedtime.” Lindsey’s daughter
Ashley is in college and works part-time. She wears the cochlear implant all day.
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Lindsey said, “A couple of times, I know she fell asleep with the processor on, especially

since she began taking college courses.”

Sofia and Julienne described what appeared to be an immediate rejection of the
cochlear implant device on the part of their children. Sofia said that her oldest daughter,
Isabella, made an effort to wear the cochlear implant device when she was young, but
later, she would “beg” her mother “not to put it on.” Sofia’s younger daughter, Natalia

“never wore the device” and, in fact “she flat out refused to wear it.” Natalia “was so
little at the time, but she would look at me and sign ‘NO!’ and stomp as she walked

away.” Both Isabella and Natalia have said that the implant is noisy and that they do not
enjoy wearing it. When Natalia was four or five years old, she would “run and hide”
whenever Sofia attempted to connect the cochlear implant device to Natalia. Isabella
and Natalia have not worn their cochlear implant devices for “about ten years.”

Julienne recalled her struggle with Nathan in her attempts to help Nathan

acclimate to the use of the device. Julienne said that Nathan almost immediately rejected
the cochlear implant. “The day they turned it on, he fell out on the floor and screamed,
screamed. I felt terrible,” she said. Julienne explained that Nathan would sign, “It
sounds terrible!” Julienne talked about the many different tactics she used in attempts to
help Nathan accept the cochlear implant device, but grew weary of his constant refusal to

wear it. “I just got tired of fighting with him,” she said. Nathan has not used his device
for “eight or nine years.” Julienne said, “I don’t even take him for checkups anymore.”
Carlotta and Kia are both raising sons who use the cochlear implant device
intermittently. Carlotta, like many of the other parents who participated in this study,
“fought” to keep the device on her child, and sometimes the fight led to frustration.
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Carlotta said, “I fight with him all the time, especially when he was younger. I was very
frustrated!” Currently, Mateo intermittently uses his cochlear implant. Carlotta said,

“Sometimes he wears it, and sometimes he does not wear it.” She added, “I think

sometimes, he actually prefers not to wear the cochlear implant. He says it’s noisy.”

Kia explained that Elijah has lost many cochlear implant processors over the

years. He has bilateral cochlear implants, but very rarely wears both of them at the same
time. He usually uses one cochlear implant at a time. Kia said that because Elijah cannot

seem to “keep up with” the devices, she is skeptical of sending him out of the house with
both cochlear implant processors. The missing implants over the years have led to
inconsistent cochlear implant use. “It’s constant figuring out if this is the old one or the

new one. Should I send the old one with him to camp, etc...?” Kia said that this
academic year is the “first time he's been wearing it pretty much all waking hours.”

Family Dynamics
Hearing loss affects communication. Relationships are built upon communication
interactions. Each family gave examples of how family dynamics and family

relationships have been affected by their children's struggle with communication and

hearing.
Zuri recalled an instance when her mother took both girls and two other cousins to
Lego Land in San Diego. Her daughter Malia had been very close to one of the cousins.

During this particular trip, the cousin seemed distant. Malia asked, “How come he is not

playing with me anymore? How come he stopped playing with me?” Zuri said that the
two cousins who accompanied her daughters on the trip were bonding more with one

another than with Malia and Amirah. Zuri said, “The other niece could communicate very
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well with him, so Malia just sort of took a back seat to her hearing cousin, even though he

loves her dearly.” Zuri admitted that even though the children get along, “that incident
still stings.”
Christy noted how much time is involved with helping her daughter with her

homework. She said, “I want to give all my kids a certain amount of attention.
Sometimes we spend so much time on Erin’s homework, there’s not much left of me to

go around. She needs a lot of extra work.” Christy also remembered that her father-in

law “advised us not to have any more children” since Erin and Braxton were born with
deafness. Christy said, “I never looked at him quite the same way after that.”

Kia explained that due to Elijah’s difficulty hearing and communicating, she feels
that she has “to be the expert on everything.” She said that she is constantly interpreting

for Elijah and “explaining what he is saying whether he is signing or talking.” Kia also
talked about the complexities of a blended family when one child has a hearing loss. “I
am engaged to a man who has three sons. I have two sons. Elijah is the only one with a
hearing loss. They know nothing about sign language or deafness. Elijah is struggling to

figure out where he fits in and I worry about that.”

Julienne felt isolated due to Nathan’s hearing loss. She said that “no one else in
the family is deaf. Nobody can sign.” When she asked him to accompany her to family
gatherings, Nathan would sign to her, “What's the point of me going? Nobody can talk to

me. I can't talk to anybody.” This often resulted in Julienne and Nathan spending

holidays alone, just the two of them. Julienne said that when Nathan was born, his father
“did not accept his hearing loss. He left when Nathan was three years old.” She reported
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that his father has since come back into Nathan’s life, and is trying to develop a

relationship with his son.

Sofia has separated from the father of her children Isabella and Natalia. Sofia
does not feel that the source of stress in the family stemmed from the diagnoses of
deafness. She said, “It would not matter if the girls were Deaf or not, our marriage did

not work.” Sofia did recall one instance when Natalia told her “people in the family do
not understand sign, so that’s it. I am not trying to talk to them anymore.” Sofia

sometimes feels the “pressure of trying to interpret for the girls all the time.” She said
that she wishes that “more people learned sign language,” especially family members.

Kia expressed the same experience of being the interpreter for her son Elijah when

communicating with members of their family.
Lindsey talked about the challenges surrounding establishing and maintaining

relationships because of Ashley’s difficulties in hearing and communicating. This was

particularly true with Ashley’s paternal grandmother. Lindsey recalled, “Her Dad’s mom

was a school teacher and she would use this flowery language. Ashley could not
communicate with her.” Lindsey said that it was particularly difficult for Ashley to talk
to her grandmother when they lived in two different states. She said, “Ashley had a hard

time on the phone so it was really difficult to maintain any kind of relationship because
they couldn’t communicate on the phone.”
Carlotta’s entire world changed upon learning that her son Mateo was Deaf. Her

relationship with her mother was forever transformed. Carlotta’s story of fleeing Santo
Domingo was dramatically different from the narratives of the other six mothers in this

story. She actually feared for Mateo’s life. Carlotta’s mother wanted her to abandon
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Mateo since there were limited options in the Dominican Republic for people who had

children with disabilities. Carlotta said, “My mother told me to give Mateo away.”
Carlotta had tears in her eyes when she said, “My mother did not even think about the
hurt I felt. Her eyes were cold and kind of matter-of-fact. She would not even hold

Mateo.” Carlotta has not spoken to her mother since she left Santo Domingo.
Summary
This chapter presented six themes and several sub themes that emerged from the
narrative data of seven extraordinary parents who share the phenomenon of raising

children who have cochlear implants. The themes that capture their narrated experiences

are: (1) deciding to have the cochlear implant surgery; (2) seeking information; (3) the
school experience; (4) so many appointments; (5) experience with the cochlear implant
device; and (6) family dynamics. These themes revealed the layered complexity that

surrounded important decisions that parents made as they interacted with physicians,
other professionals, school systems, and other members of their own families. The
thematic development and analysis presented in this chapter will inform the discussion

related to the research questions in the next chapter.
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CHAPTER VI
DISCUSSION

Introduction
Cochlear implants have revolutionized treatment options for children who are deaf
providing access to sound and improved auditory experiences. This access to sound

provides optimism for the facilitation of enhanced academic, social, and communication
development. However, not all children who undergo cochlear implant surgery

consistently use the device. There is limited information about what experiences
encourage or hinder the continued use of the device. Communication specialists do not

understand what experiences facilitate or thwart success with the device. This lack of

understanding inhibits professionals from optimizing rehabilitative efforts. This research
study sought to explore the perspectives of parents in hopes of providing meaningful

recommendations that would aid practitioners and families as they work collaboratively
to help children with hearing loss reach their full potential. This chapter will offer

answers to the research questions and provide a discussion of the findings.

The overarching research question that guided this study was: What is the

experience of hearing parents who are raising a child with a cochlear implant? Within this
question are four related questions:
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1. To what extent were parents’ basic psychological needs met before, during, and

after the decision to pursue cochlear implants?
2. What were the parents’ feelings of autonomy, competence, and relatedness as

they navigated decisions related to their child’s academic development?
3. How was the satisfaction of parents’ needs for autonomy, relatedness, and
competence related to the consistent use of the cochlear implant device?

4. How have family relationships been altered due to the child’s hearing loss,

cochlear implant, or use of the device?
Deci and Ryan (2002) described how the concept of biological needs is clearly
understood. For example, we all agree that certain elements such as water and food are

needed for the survival of an organism. However, the concept of psychological needs is

not as widely accepted. Self-determination theory maintains “that there are necessary
conditions for growth and well-being of people’s personalities and cognitive structures,

just as there are for physical development and functioning” (Deci & Ryan, 2002, p. 7).
Deci and Ryan describe three basic psychological needs for autonomy, competence, and

relatedness that are mandatory and essential nutriments for optimal growth and
development. The first research question in this study explores the extent to which the

basic psychological needs of the parents were met during the decision-making process to
pursue cochlear implantation for their children. The second research question examines
the parents’ feelings of autonomy, competence, and relatedness as they navigate
decisions about school for the child with the cochlear implant. Below, each of these

psychological needs will be examined theoretically. Following that, these psychological

needs will be discussed in relation to the study findings with a focus on the decision
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making process to pursue cochlear implantation (research question one) the navigation of

school-related decisions (research question two), consistent use of the device (research

question three), and how family dynamics have been altered (research question four).
Autonomy

Autonomy means self-governing. If one is autonomous, he is acting “in accord
with one’s self--it means feeling free and volitional in one’s actions. When autonomous,

people are fully willing to do what they are doing, and they embrace the activity with a
sense of interest and commitment” (Deci & Flaste, 1995, p. 2). When a person is

experiencing autonomy, actions emanate from their true selves as they are being
authentic. Deci and Ryan (2002) said, “When autonomous, individuals experience their

behavior as an expression of the self, such that even when actions are influenced by

outside sources, the actors concur with those influences” (p. 8). The experience of
autonomous motivation is apparent when a person validates the value of an activity. The

opposite of experiencing autonomy is being controlled. If someone is demonstrating

controlled motivation, he will complete an action because he is being pressured. “When
controlled, people act without a sense of personal endorsement” (Deci & Flaste, 1995, p.

2). A person who is being controlled can feel alienated. There are two types of
controlled behavior: compliance and defiance. Compliance, according to Deci & Flaste
(1995), means doing what you are told to do simply because you are being told to do it.
Defiance is doing the opposite of what you are expected to do simply because you are

expected to do it.
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Autonomy and the Cochlear Implant Decision
In this study, the data showed that, in six out of seven narratives, the parents did

not experience support for autonomy before, during, or after the decision to pursue

cochlear implantation as it relates to the medical community. The interactions with the

doctors and audiologists did not facilitate or support elements of self-determination,

particularly autonomy, as theorized by Deci and Ryan (2002).
Support for autonomy would involve the physician or audiologist considering the

perspective of the parent and providing “relevant information and opportunity for choice”

(Deci & Ryan, 2002, p. 238). Autonomy support includes listening to parents or patients
and encouraging them to ask questions.

Zuri and Julienne narrated distance from the experts. Zuri positioned herself in
relation to the audiologist in a “white, white lab coat” with “cold eyes” who pressured her

to consent to the cochlear implant surgery. Julienne’s narrative suggests a loss of

autonomy as she was “talked into” the surgery, and Kia’s word choice of being
“bamboozled” underscores a sense of lacking the authority to act of her own accord, of

having little choice.

The typical medical environment can be controlling (Deci & Ryan, 2002). In this

type of environment, practitioners may pressure patients with rewards. Controlling
environments also include physicians or people in authority positions exerting pressure

on the patient to accept the practitioners’ valued medical recommendations.
Deci and Ryan (2002) indicated that being controlled is the opposite of

experiencing autonomy. Controlled behavior can lead to a person being either compliant
or defiant. Christy, Sofia, and Carlotta “went along with” the recommendations of the
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medical experts. Christy, Sofia, and Carlotta exhibited characteristics of compliance.

Christy, for example, said, “We just really went along with whatever. We went along
with everything they said.” Interestingly, while Sofia and Carlotta followed the
recommendations of the physicians, they did not narrate experiences that were negative
as it relates to their interactions with the medical professionals. They simply trusted and

respected the physicians.
In each of these cases, the parents did not experience feelings of autonomy
support from the medical teams involved with the decision to pursue cochlear

implantation. Some parents described feeling a lack of competence that accompanied the
lack of autonomy, in that there was an intense need for information to make an informed

decision about cochlear implant surgery. Similar findings were obtained in studies of
hearing parents of deaf children who have cochlear implants (Gilliver et al., 2013; Hyde

et al., 2010). Hyde et al. (2010) found that some of the parent participants stated that “it
had been difficult to find adequate information to help them in their decision making”

about cochlear implants (p. 169). Gilliver et al. (2013) found that the parents provided
mixed responses relative to their perceptions of the level of support and information

received at the time of diagnosis and decision-making regarding the cochlear implants.
Half of the parent participants (10 parents) reported that they received adequate support
while the other half (11 parents) reported that they received inadequate support and
yearned for more information. Parents in the Gilliver et al. (2013) study said that they

resorted to searching the Internet or other sources for additional information about
hearing loss and cochlear implants.
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While the medical community was not perceived as being autonomy supportive,
each parent responded to the environment in different ways. Zuri took a series of courses

at the city university to understand hearing loss and cochlear implants. Similarly, Kia
took a course at the community college on Deaf Culture. Christy found answers by

conducting her own research on the internet. Lindsey described a system that she
developed that included constantly researching hearing loss and treatment options.
These individual differences are explored within SDT as General Causality
Orientations which offers a more detailed frame for understanding parents’ response, or

orientation, to autonomy-supportive environments or those environments lacking in

autonomy support as they made the decision to pursue cochlear implantation. Ryan and
Deci (2017) describe three General Causality Orientations: autonomy, controlled, and

impersonal causality orientations. These general causality orientations “describe
orientations toward the environment and towards one’s own motivations” (Ryan & Deci,

2017, p. 217). General Causality Orientations explain how individuals, who are
immersed in an environment that undermines autonomy, can rise out of that environment

demonstrating resilience and autonomous behavior. At the same time, people who may
be in autonomy supportive environments will not always be oriented towards autonomy;
they may reflect an amotivated (impersonal) or controlled causality orientation.
Individuals who are autonomy oriented have a high degree of intrinsic

motivation. This type of orientation describes “the degree to which people orient toward

their environments by treating them as sources of relevant information, as they take
interest in both external events and the accompanying inner experiences” (Ryan and

Deci, 2017, p. 217). These individuals not only “seek out opportunities for self
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determination and choice” but also “seek the most reliable information before making
choices” (Ye et al., 2013, p. 54). This describes the experiences narrated by Zuri, Christy,
Kia, Carlotta, and Lindsey.

A controlled causality orientation includes people who do things because they
think they “should.” Ryan and Deci (2107) describes controlled orientation as being

motivated, but individuals are “also more vulnerable to having their autonomy thwarted”

(p. 218). Controlled orientation “indexes the degree to which people tend to orient to
external or introjected contingencies and use these to regulate their behavior” (p. 218).
Sofia and Julienne appear to narrate an orientation toward the decision-making juncture
of choosing cochlear implant surgery that most closely reflects a controlled causality

orientation.
The impersonal orientation is the “least healthy and effective orientation” (Ryan
& Deci, 2017, p.218). Those who demonstrate impersonal orientation feel helpless and

have “lost their sense of volition, intentionality, and engagement” (Ryan & Deci, 2017,
p.218). None of the parent narratives appeared to demonstrate characteristics of

impersonal causality orientation, where a sense of hopelessness and helplessness
prevailed. It is important to note that while individuals may show various strengths in
one of the three orientations, the theory does not suggest that people can only be one type

of causality orientation. The theory does imply that people, in general, have some degree
of each autonomous, controlled, and impersonal orientations. In this dissertation, it is not

a matter of being one type of causality orientation, but it is more a matter of the narrative
reflecting particular orientation in the telling of how one functions in one’s parenting,
work life, relationships, and decision making around these areas. My discussion of the
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findings considers the narratives of the participants in this study in relation to these
orientations. Therefore the discussion is limited to the narratives and not the actual lives

of the participants themselves.
Autonomy and School Choice

The Individuals with Disabilities Education Act (IDEA) ensures a free and

appropriate education for all children. In the current educational context in which the
research was conducted, parents are able to educate their children in a school of their
choice. Parents may exercise that choice by using vouchers to pay for private schools, by

being able to choose among traditional public schools, public magnet schools, or by

choosing to send their children to charter schools. While there may be varying degrees of
quality in educational settings, many parents have the freedom to choose a school for

their children. However, parents of children with hearing loss often feel as if their choice
is limited to one or two schools. The data from this study show that six of the seven

parents narrated that they do not have a choice as it relates to decisions about where their

children would be educated. Having the freedom to choose is at the heart of feeling
autonomous.

Sofia said, “There is only one school in the city that has special programs for kids
with hearing loss, so both girls went there.” Parent after parent told similar stories about

how they had no choice. Julienne for example said, “You basically have no choice.” Zuri
initially chose an all-girl school for her oldest daughter. It was the school of her choice.
However, this school did not meet the needs of her daughter who had a cochlear implant.

Zuri said that the teachers and even the speech-language pathologist at the school did not
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have experience teaching and working with children who had hearing loss. Zuri
eventually removed her daughter from this school.

It should be acknowledged that while five of the seven parents in this study are
sending their children to the only school in the district with specialized programs for

children who have hearing loss, and which have educators who specialize in Deaf
education, they are pleased with the education their children are receiving. Kia said, “It is
absolutely the best place for Elijah. They care about him and I would never send him to

another school.”
Christy also felt limited in her choice of schools as she searched for a school for
her daughter, Erin. Christy lives in a suburb just outside of the city limits. Christy’s

residential school district advised her to relocate since they did not offer any programs for

children with hearing loss in the entire district. Christy was told that there were no other
children who were deaf in the school district. She found an early intervention group, in
another suburb, outside of her residential district, and decided to remain at that school
when her daughter reached preschool and kindergarten age. Both of her children with

hearing loss attend that same school today.

Most of the parents in this research study felt as if they did not have a wide range

of choices when making the decision about school placement. This is substantiated in the

literature as well. Wong (1993) raised the issue of the implications of school choice for
parents of children with disabilities. Wong (1993) said that while parents may choose
from a menu of schools that would enroll their child with hearing loss, there may be only

one or two schools with special teachers and resources to enhance the education of

children with hearing loss. This is similar to the parent narratives of Zuri, Christy,
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Julienne, Sofia, Carlotta, and Kia. Today, approximately 88% of children with hearing

loss attend public schools (National Center for Education Statistics, 2019). Christiansen

and Leigh (2002) found that 72% of the children with cochlear implants in their study

attended public schools with 34% of the children being fully mainstreamed with hearing

children for all activities and 28% being partially mainstreamed with hearing children but
receiving services with a teacher with specialized training in deaf education, or other

services. Due to the low incidence of hearing loss and the need for specialized

educational supports, many students from across a school district may be transported to a
central location or regional program (Daniel & Bharadwaj, 2019). This approach
“provides a critical mass of students with hearing loss to allow for specialized services to

be centralized” (Daniel & Bharadwaj, 2019, p. 152).
Lindsey’s circumstances point to increased autonomy through greater access to

resources and residential mobility. She was able to conduct a wide search for the

appropriate school for Ashley. Lindsey and her husband visited schools in several
different states before settling on a school in a southern state. In addition to Lindsey

demonstrating what appears to be an autonomy causality orientation, it was clear that she

had the financial and social capital that allowed her to relocate and search for a school
that she deemed appropriate outside of her home state.

This section explored the degree to which autonomy was evident in the narratives
as it relates to the decision to pursue cochlear implantation and school choice. These are
two critical junctures in the lives of the children. The narratives revealed that the medical

community (i.e. doctors and audiologists) did not provide an autonomy supportive
environment for parents. Parents did not feel that they had a choice when deciding to
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pursue cochlear implantation. Physicians and audiologists did not provide a rationale for
the surgery. Parents had many questions that went unanswered by the cochlear implant
team. Several of these parents demonstrated an autonomous causality orientation by

seeking information on their own.
Parents also did not feel autonomous in their decisions about school placement.

Six out of seven parents in this study felt limited in their choice of schools. Five of these

parents enrolled their children in the only public school in the city district that had
programs for children with hearing loss. Patrick and Williams (2012) said “According to
SDT, the extent to which one experiences need support from various contexts (e.g.,

doctor-patient interactions) is largely predictive of how autonomously regulated one is to

likely be for prescribed behaviors” (p.3). When parents feel that they did not have a
choice in a school or prescribed treatment regimen, and were not provided a meaningful

rationale for treatment, they may be less likely to persist in the treatment protocol. This

may have significance as it relates to the continued and consistent use of the cochlear
implant device.
Competence

Competence refers to the basic need to feel mastery and to feel capable of
effectively functioning and navigating through life’s important terrains or contexts (Ryan

& Deci, 2017). Competence also includes feeling confident. Developing that sense of
competence is facilitated by autonomy. In other words, once an individual is engaged in
an activity of his own choosing, he is most likely to have a high degree of willingness to
do the activity alone. This autonomy internalization requires that the individual also

experience the confidence and feeling of competence needed to continue with the
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activity. Williams et al. (1998) stated “individuals tend to feel more competent when they
are autonomously motivated and that autonomy support enhances felt competence and
autonomous motivation” (p. 1645).

Competence and the Cochlear Implant Decision
Several parents stated that they did not have enough information about hearing

loss or cochlear implants that would allow them to make an informed decision about the
cochlear implant surgery. The lack of information led to feelings of incompetence.

Before the surgery, four of the seven parents expressed feeling “lost” as they listened to
doctors and audiologists explain the diagnosis of hearing loss. The use of medical terms

and professional jargon confused the parents. For example, when the surgeon pointed to a

diagram of the human ear and explained sensorineural hearing loss to Zuri, she had never
seen a diagram of the inside of the human ear before that date. She left the hospital

confused. She attributed her daughter’s hearing loss to an ear infection. Zuri did not

understand why surgery was recommended for something that is usually cleared up by

antibiotics. Christy explained how she tried to memorize certain terms so that she could
look them up by using “Google” once she was able to access a computer or her phone in
the hospital parking lot. The parents were not given the information in a useful,

comprehensible format. While six of the seven parents said that the medical
professionals always asked if parents had questions, five of the seven parents said that
they simply “did not know what to ask.”

Following the surgery, the cochlear implant device itself challenged the parents’
feelings of competence. Four parents expressed being “overwhelmed” and less than
effective when it came to the operation of the cochlear implant device. Zuri talked about
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how the cochlear implant device was presented with several remote controls and
accessories housed in a “suitcase.” Christy recalled having as many as eight complicated

remote controls at one time for two children, without really understanding the functions

of each of the remote controls. The parents reported that the audiologist oriented them to
the use of the cochlear implant device. However, the appointment in which the child is
first given the cochlear implant equipment is emotional and chaotic. It is during this

appointment that the child “hears” for the first time in life. Six of the seven parent
participants reported that they could not remember the details of the appointment, related
to the equipment use and the use of the accessories, once they returned home with their

child. Kia described a sense of incompetence by saying, “You feel completely out of
your league” when navigating the use of the cochlear implant and its accessories.
Kia again demonstrated behavior that aligned with the autonomous causality

orientation when she said, “The technology has really advanced, you know. You are able
to take it upon yourself to get more resources in order to feel empowered to know how to
do it.”

Lindsey said that she was “blown away by how much equipment was associated

with the cochlear implant.” Lindsey said that she read everything and occasionally called
the audiologist to get help with troubleshooting the cochlear implant device.

Three parents, Sofia, Julienne, and Carlotta agreed that there is a lot to learn

related to how to use the cochlear implant, but reported feeling that the medical staff

provided them with enough information to feel comfortable using the device. However,
each of these parents also said that they were unsure about how the device worked.

Carlotta said that her son “misplaced the remotes a long time ago,” and that “he does not
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need to adjust” the cochlear implant. Julienne said that she remembers, “not being really
sure” how to use the device and that Nathan discontinued using the device so long ago

that she has “not thought about all those wires in a really long time.” Sofia said that
beyond connecting the receiver to the magnet, “there was not a lot of extra things to

know.”
The feeling of being overwhelmed by the sheer enormity of the cochlear implant
device and accessories has been documented elsewhere in the literature (Sach & Whynes,

2005; Zaidman-Zait, 2008). Parents cited technical difficulties with the cochlear implant
as the most frequently reported problem associated with cochlear implant use, which is

experienced on an everyday basis (Zaidman-Zait, 2008). Families also reported being

concerned by the lack of knowledge related to the cochlear implant maintenance and
troubleshooting when the device malfunction (Zaidman-Zait, 2008).

The parents in this study narrated how the lack of information caused feelings of

incompetence when it came to making a decision about cochlear implant surgery and
following the surgery when it came to using the device and its accessories. These
findings emphasize parents’ need for information during the decision-making process that
begins with the decision to proceed with the cochlear implant surgery and extends

through therapy and decisions about school. The need for information corroborates the
findings from other research that examined the needs of parents of children with cochlear

implants. For example, Most and Zaidman-Zait (2001) found that for Israeli parents of

children with cochlear implants, there was an emphasis on the need to receive medical
and technical information that provided more details about cochlear implants and how
they work. Christiansen and Leigh (2002) found that all 43 parent participants in their
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study sought information from a variety of sources that included other parents of children

with cochlear implants, the Internet, and cochlear implant manufacturers. Finally, Dutta

and Malakar (2020), found that parents did not have enough information about cochlear
implant maintenance, stressing the need for additional training for parents post

implantation. Zaidman-Zait and Jamieson (2004) pointed out that many parents of

children with cochlear implants to great lengths to gain information while making
decisions about surgery, therapy, and school. This underscores the resilience that parents
demonstrate throughout this complicated decision-making process.
Competence and the IEP
It was clear from the data and the emerging themes for this research study, that

parents experienced stress, frustration, and a lack of perceived competence during the

development of the IEP. The parents felt that their opinions, in general, were not valued
or heard. In at least five of the seven narratives, parents felt that their roles were

minimized and that their voices were silenced during the IEP process. Some parents did
not feel that they were knowledgeable enough to make recommendations regarding the
education of their children. For example, Carlotta said, “I think the teachers are the

experts. I leave everything up to them. Who am I to tell them what he needs.” Christy

cited the IEP meetings and process as one of the most frustrating events related to her
children’s education. She said, “You just feel that you do not know everything and
understand everything about the IEP.”

Three of the parents found outside advocates to provide assistance and guidance
with the IEP process. The advocates along with the experience of going through the IEP
process over time gave the parents a greater sense of competence and confidence.
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Lindsey said that when she was re-enrolling Ashley into public school, the school team
wanted to hold Ashley back one year. Lindsey sought the assistance of a private therapist

who saw her daughter and together, they were able to convince the school IEP team that
her daughter could be successful re-entering public school as a ninth grader.

Christy had an advocate or representative that was assigned to her by her
residential school district. Christy provided an example of how the representative was
able to intervene on her behalf. Christy said that the representative asked to have one IEP

re-written because the professional language was too complicated. Christy also said over
time, she became more confident and less anxious before an IEP meeting.

Zuri also used the word “anxious” to describe how she felt before an IEP meeting.

She was able to enlist the help of a speech-language pathologist at the hospital who saw
her daughters for therapy. The speech-language pathologist would review the IEPs for

Zuri and make recommendations to change or add to therapy goals and school
accommodations. Zuri said that this speech-language pathologist gave her a sense of

“peace” and “confidence” with the IEP process.

The IEP process was described as “frustrating” for several parents in this research
study. The frustration and feelings of being ignored and unheard led to a perceived lack

of competence as it relates to an important component of their child’s education. Similar
findings were reported elsewhere (Stegman 2016; and Zeitlin & Curcic, 2013). Stegman

(2016) identified barriers to creating a collaborative environment during the development

of the IEP for children with hearing loss. The barriers included poor communication
from the educators to parents; the use of technical jargon during IEP meetings; and a

failure to incorporate parent input into the planning process. Zeitlin and Curcic (2013)
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interviewed parents who felt that the IEP meetings, at least initially, were impersonal,

business-like, and political.
To summarize, this section introduced the second basic psychological need,

competence. Parents in this study narrated a perceived lack of competence that seemed
to stem from a general lack of information and understanding about hearing loss and
cochlear implants to the extent that they felt unable to make an informed decision about
the cochlear implant surgery. After their children underwent cochlear implantation, the

parents reported feeling overwhelmed, challenged, and incompetent when it came to the
cochlear implant device itself. The device was presented along with a “suitcase” filled

with adaptors and remote controls. Yet, many of the parents demonstrated resilience by

finding answers to their questions using the Internet, YouTube, and Facebook. The
perceived feelings of incompetence did not allow the parents to feel effective or that they

could successfully use the cochlear implant device. Finally, several parents felt
ineffective in navigating decisions related to the IEP. Several parents used the word
“frustrated” in describing their feelings during the IEP meetings. Three of the parents

were successful in finding advocates to intervene for them, thus improving feelings of
competence and offering hope that they could be effective in fostering positive,

collaborative educational goals and outcomes for their children.
Relatedness
Relatedness “refers to feeling connected to others, and being cared for by others,
to having a sense of belongingness with other individuals and with one’s community”

(Deci & Ryan, 2002, p. 7). Relatedness also includes feeling respected by others. In the
practitioner-patient relationship, relatedness can be conveyed by kindness, compassion,
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and empathy. LaGuardia (2017) said, “When providers show genuine care for their

clients, clients are more likely to trust them and invest in treatment” (p. 22).
Relatedness and the Cochlear Implant Team

Several parents reported that they did not feel cared for by the cochlear implant
team. Zuri felt unimportant. She described feeling as if the physicians and audiologists
were “just doing routine work.” Sofia expressed feeling unimportant as if she was “just

another patient” when she visited the otolaryngologist and sometimes the audiologist.
When she sought advice on how to convince Natalia to wear the implant, the physician
said, “Just try to get her to wear it.” The physician and audiologist did not offer any
suggestions for Sofia. She explained that frequently she felt as if the doctors were “in a
hurry...” Christy said that the hospital where Erin and Braxton underwent surgery used

student clinicians to complete hearing testing. Because different students completed the
hearing assessment, Christy said, “You’re not building any kind of relationship” with the
doctors.

Julienne also did not experience feelings of relatedness with the medical team.
She said, “You do feel like they don’t really care.” Julienne said that from her

perspective, the physicians and audiologists were eager to move on to the next patient
and that it was commonplace within their medical roles to tell patients about hearing loss
and cochlear implants, without acknowledging that hearing loss and cochlear implants are

completely foreign to most patients.
Lindsey’s experience and feelings of relatedness involving the medical team were

mixed. She said, “It was never consistent. Sometimes with some doctors and
audiologists, you felt like they were just doing their jobs, almost like there was no real
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concern. Then you travel to a different clinic, and you know they are trying to listen and

understand.”

Carlotta was the only participant who said that she felt respected and cared for at

all times when interacting with the medical professionals. Carlotta said, “They were some

of the nicest people I ever met.”
Another way to view relatedness is having a “sense of belongingness both with
other individuals and with one’s community” (Deci & Ryan, 2002, p.7). All of the

parents said that when their children were diagnosed with deafness, they did not know of
any other person who was raising a child who was deaf. Several parents used the word
“alone” to express how they felt after learning that their child was deaf. Christy said, “I

did not know of anyone else who had a Deaf child.” Similarly, Zuri recalled, “At first,
Malia was the only kid in her class with a cochlear implant, which was fine, but at the

same time, I am kinda wondering—where are all the deaf kids?” Zuri found herself
asking, “Are we the only people in town with a deaf child?” Lindsey, Carlotta, and

Julienne all echoed the sentiments of Kia when she said, “I was the only person in the
entire neighborhood who had a deaf child. No one knew what that was like.” While

Sofia had a history of hearing loss in her family, she said, “My girls are the only ones in
this neighborhood who cannot hear.” According to all seven participants, they were not

connected to any parent support groups for people who are raising children who are deaf.
Christy and Kia were able to find that sense of relatedness and community

through internet sources such as Facebook. Christy said, “The parent groups on
Facebook have been extremely helpful.” She said, “You realize that there are other
Moms out there going through the same thing as you are.” Christy said that you can ask
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questions and receive answers to those questions very quickly. Kia also mentioned that
there were several parent groups on Facebook. She said, “There are support groups on

Facebook that are just wonderful. We share stories and celebrate our good times and
sometimes we cry together too. We always support and uplift one another.”
To my knowledge the research on parent relationships with the cochlear implant

team is scarce. However, some studies emphasize the importance of a positive parent
physician relationship. Several studies emphasize that positive patient-physician

relationships impact health outcomes (Dang et al., 2017; Shaw et al., 2009; Singh, 2016).

Strong interpersonal skills were described as being critical to “quality health care delivery
and shared decision making. Understanding the patient's perception of the problem and

its social and emotional impact is an essential part of the doctor-patient interaction”

(Shaw et al., 2009, p. 114). Parent-physician relationships that reflect mutual rapport and
respect can lessen the level of anxiety and distress and enrich the parents’ participation in
their child’s care (Dang et al., 2017). Singh (2016) noted that when parents are not
satisfied with care from medical professionals it can be attributed to a lack of

communication, or “because of abrasive, cold or callous attitude of the doctor or
members of the health care team” (p. 33).
Dang et al. (2017) found that while most patients in their study had great respect

for the physicians’ knowledge and expertise, they wanted to be participants in the

decision making process. The participants in their study expressed that they wanted the
physicians to ask them what they as parents wanted in terms of treatment options and
preferences.
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Many of these issues align with the narratives of the parents of children with

cochlear implants. Parents did not feel that they were partners in the decision-making

process regarding the cochlear implant. They felt unimportant and as if they were just
another aspect of a physician’s routine day. The experiences narrated by the parent
participants reflect a lack of relatedness to the cochlear implant team.
Relatedness in the School Environment

The parents in this study expressed feelings of relatedness within the context of
interactions with the classroom teachers. Carlotta said that all of Mateo’s teachers “have

been wonderful.” Zuri used the words “mutually respectful” to describe the relationship
that she has experienced with her daughter's teachers. Six of the seven parents had at

least one story about one teacher who was less than receptive to their concerns or ideas,

but Lindsey pointed out that overall, there were plenty of teachers who were committed

to helping children learn and grow to their fullest potential.
Parents did not express the same feelings of caring and mutual respect when they

described their interactions with the professionals involved with the development of the
IEP. Some parents did not feel that school officials listened to their concerns. Julienne

summed up the parents' feelings of relatedness when she said, “I felt small” at the IEP
meetings.
The lack of caring and mutual respect that parents narrated in this research study

at the IEP meetings can be substantiated by the literature. Parents do not perceive the
IEP process to be a collaborative venture (Mereoiu et al., 2016), Instead, they have said
that schools generally do not solicit or respond to their input, and generally do not

consider alternatives to plans or services that have been recommended by school
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personnel (Elbaum et al., 2016). Consequently, IEP team decisions are often

characterized as unilateral decisions made by schools rather than shared decisions with
parents. Mereoiu et al. (2016) said parents have reported feeling “frustrated, isolated,

excluded, and disempowered in the IEP process due to a lack of communication and
weak partnerships with schools” (p. 38).

In summary, parents reported experiencing different degrees of relatedness with

regard to the medical and school settings. Several parents did not feel that audiologists or
doctors established a caring, trusting relationship. Instead, parents said they felt as if the
doctors were “in a hurry” and doing “routine work” without any special attention to the
individual patient. However, Carlotta and Julienne reported feeling cared for and shared

that they felt as if the physicians “were doing the best that they could.”

Within the context of the school environment, parents described relatedness as
feelings of “mutual respect” between themselves and the classroom teachers. However,

most of the parents in this study did not feel a sense of relatedness as they interacted with
school personnel who were involved with the IEP. During the decision-making process

of the IEP, they felt ignored and devalued.

In sum, the first research question queried the extent that parents’ basic
psychological needs were met before during, and after the decision to pursue cochlear

implants. The data showed that, in six out of seven narratives, the parents did not

experience support for autonomy before, during, or after the decision to pursue cochlear
implantation as they interacted with members of the medical community. Parents did not

feel that they were given enough information to make a decision about the cochlear
implant surgery. Parents also narrated experiences of feeling less than competent in the
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daily use and manipulation of the cochlear implant device. They described equipment
and accessories that were given to them in a “suitcase” that included multiple remote

controls. The parents did not express that they felt “cared for” by the cochlear implant
team. Some parents said that they felt rushed at their hearing appointments and that the

doctors and audiologists made them feel as if “they were just doing their jobs.” The
interactions with the doctors and audiologists did not facilitate or support elements of

self-determination.

The second research question focused on the parents’ feelings of autonomy,
competence, and relatedness as they navigated decisions related to their child’s academic

development. Most of the parents in this study did not feel autonomous in choosing a

school for their children with hearing loss. Six of the seven parents narrated that they did
not have a choice as it relates to decisions about where their children would be educated.

They expressed a limited number of schools that had special programs and services for

children with hearing loss. There was a perceived lack of competence accompanied by
frustration and stress when parents reflected on their role in the IEP process. Parents felt
that their opinions, in general, were not valued or heard. The parents in this study

expressed feelings of relatedness in the school environment within the context of their
interactions with classroom teachers. Most parents felt respected and cared for by their

children’s teachers. This sense of relatedness that was described toward classroom

teachers was not expressed as parents described their interactions with professionals
involved with the development of the IEP. Some parents did not feel that the school
officials listened to their concerns.
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Overall, the basic psychological needs of the parents in this study were not met as
they interacted with medical personnel in the decision-making process about cochlear
implantation. Additionally, the majority of the parents in this research study did not

experience feelings of autonomy, competence, and relatedness as they made decisions
related to their child’s academic development.

Basic Psychological Needs (BPN) and Use of the Cochlear Implant Device
The third research question focused on how the satisfaction of the parents’ needs
for autonomy, relatedness, and competence was associated with the consistent use of the
cochlear implant device.

Self-determination theory posits that the basic psychological needs of autonomy,
relatedness, and competence are essential for optimal health and well-being (Deci&

Ryan, 2000). Since all three elements are considered essential, the theory also suggests
that neglecting either autonomy, competence or relatedness will lead to physical and
psychological health that is subpar. Williams, et al., (2009) said, “People are more likely

to adopt healthy behaviors, or to change unhealthy ones, when their basic psychological

needs for autonomy, competence, and relatedness are supported” (p. 484). In a study on

smoking cessation, Williams, McGregor, Sharp, et al. (2006) said, “People are
autonomous in using medications if they freely choose to take a medication they believe

may help them reach a valued health goal. People perceive themselves to be competent

when they feel able to attain important health outcomes” (p. 91).

The data from this research study on parents' experiences with cochlear implants show
that cochlear implant use is complex and is facilitated by several factors including

interactions among medical professionals, school personnel, causality orientation, and
interactions among various institutions in the environment.
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Only one parent out of the seven participants narrated satisfaction of the basic
psychological needs of autonomy, competence, and relatedness in the medical and school

environments. Lindsey was autonomous in her decision to pursue cochlear implantation
for her daughter, Ashley. She chose a variety of different schools for her daughter as the
needs of the family changed. Lindsey described experiencing various encounters with

school personnel that were supportive overall of her basic psychological needs.

Lindsey’s daughter uses the cochlear implant device full time.
The remaining six parents did not narrate satisfaction of their basic psychological
needs in the medical nor school environments. While each narrative of Sofia, Carlotta,
Kia, Julienne, Zuri, and Christy did not reveal satisfaction of their basic psychological

needs, the pattern of cochlear implant use varies across the six cases. Two parents have a
child who wears the cochlear implant device intermittently. Two parents have children

who do not use the cochlear implant device at all. Two parents have children who use the
cochlear implant device on a full time basis.

Several parents narrated experiences in which they felt that one or two of their
psychological needs were met, especially in the school environment. For example,

Carlotta felt a bond of mutual respect for her son’s classroom teachers but did not feel

qualified to ask questions related to the IEP. She also did not feel that she had a choice in
the school that her son attended. In Carlotta’s case, while there was satisfaction of the

basic psychological need for relatedness, autonomy, and competence needs were not
satisfied. Milyasvkaya et al., (2014) said “it is theorized that all three needs are essential

and that missing any one of these needs result in sub-optimal outcomes” (p. 701). Also,

Deci and Ryan (2000), said, “satisfaction of one or two basic psychological needs is not
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enough” (p. 229). Carlotta’s basic psychological needs were not satisfied in the medical
or academic environments. Her son, Mateo uses his cochlear implant device
intermittently. He wears the device at school and sometimes at work. He does not wear
the cochlear implant when he is at home.

Kia did not narrate experiences of satisfaction of her basic psychological needs.
As it relates to the medical community, she said that the cochlear implant was presented

as “the only option” for her son. The medical community was less than autonomy
supportive. Kia described a mixed sense of satisfaction of her basic psychological needs

concerning the institution of school. She described initially feeling “overwhelmed” at the
IEP meetings but learned over time to ask questions. She described good, “caring”
teachers. Kia also felt that the school overall “has done a great job with Elijah.” Elijah

has bilateral cochlear implants. He rarely uses both implants at the same time,
occasionally uses one cochlear implant, and sometimes does not use the device at all.
Kia has explained that Elijah’s intermittent cochlear implant use is related to the fact that

he frequently loses the cochlear implant processors. Kia said, “I try to make sure he has at

least one implant on during the day at school.”
Sofia has two daughters who have cochlear implants. Sofia narrated that she did
not experience satisfaction of her basic psychological needs. Neither Isabella nor Natalia

wears the cochlear implant device at all. Sofia described the medical team as being very
helpful in helping to enroll her in Medicaid that fully covered the cost of the cochlear
implant device and surgery. Sofia went along with the recommendations of the

physicians and audiologists because she trusted their expertise. However, Sofia was
unable to explain how the cochlear implant worked during the interviews. When it came
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to the school environment, Sofia said that while her daughters attended the only schools

(elementary and high school) in the city district that had a special program for students
who were Deaf, she was immensely pleased with all of the teachers and people who

helped her with the IEP process.
Julienne’s narratives indicated that she did not experience satisfaction of her

basic psychological needs in the medical or school community. Julienne struggled to find
information about hearing loss and cochlear implants. She felt “alone” as she tried to
balance the pain of being a single teenaged mother with a child who was deaf along with
the decision to undergo a “miracle” cochlear implant surgery. Julienne has questioned
her decision to have cochlear implant surgery many times since Nathan’s surgery. She

wonders if she did the right thing for her son who seemed to reject the instrument almost
instantaneously. As it relates to school, Julienne said that she “basically had no choice”

about where Nathan went to school. Nathan attended the only elementary school in the
district and currently attends the only high school that has special programs for children
with hearing loss. Julienne said that she felt “disconnected” from those involved with

Nathan’s education. Julienne’s son Nathan does not use the cochlear implant device at

all. It has been “many years” since Nathan has even tried to wear the cochlear implant

device. There were socio-contextual factors that may have undermined Julienne’s self
determination along with the lack of support for her basic psychological needs by the
practitioners. Julienne narrated the impact of poverty on her life as a young mother. She

wept as she described the lack of resources, and the impact of social workers “staring at
you” while applying for food stamps. She described having to rely on public
transportation to take Nathan to appointments, and the time spent waiting for buses,
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which often made her late for a low paying job. Julienne said, “I look back and I am not

sure how we made it.”

Zuri and Christy’s narratives reflected most deeply that their basic psychological
needs of autonomy, competence, and relatedness were not satisfied. This was especially
true in the medical environment. Both parents felt pressured into proceeding with

cochlear implant surgery. Moreover, they both expressed a need for more information

about hearing loss and cochlear implants. They felt their questions were not answered by
the medical cochlear implant team. Zuri recalled feeling as if she was unimportant
during doctor visits and that both the audiologist and physicians went about caring for her

daughter with as if she was just another patient. Christy described the lack of consistency

in clinicians as she struggled to obtain a diagnosis that quantified the degree of hearing
loss for her daughter. Christy said that the use of student clinicians did not allow
adequate time to “build a relationship” with the audiologist. Zuri and Christy also
described feeling overwhelmed and “frustrated” as they navigated the IEP process. Zuri

and Christy gave rich descriptions of the “suitcase” and “backpack” filled with cochlear
implant device accessories that overwhelmed them. Finally, Christy felt that her

concerns were not taken seriously as she tried to explain that initial goals for her daughter

seemed too lofty. Christy and Zuri have much in common. Both mothers found
advocates to help them to navigate the IEP process. Christy’s advocate was appointed by
her residential school district. Zuri enlisted the help of the hospital’s speech-language

pathologist. Both Zuri and Christy have two children who have cochlear implants. While
both mothers narrated experiences where their basic psychological needs were not

241

satisfied, all four children use the cochlear implant devices full time, during all waking
hours.

The data showed that there were different patterns of cochlear implant use in

children whether or not the parents’ basic psychological needs were met in the medical
and academic environment. One explanation for the differences in which parents reacted

in similar contexts is the Causality Orientations Theory. This sub-theory of Self
Determination Theory explains how parents were able to act autonomously in contexts
that were not autonomy supportive. Causality Orientation Theory speaks to how

individuals respond to conditions that do or do not meet their psychological needs for

autonomy, competence, and relatedness. It appears to provide a continuum of responses
from human agency and self-directed action to passivity. In this research study, parents
seemed to be exhibit characteristics of either an autonomy orientation or a controlled

orientation. People who are autonomy oriented naturally have a high degree of intrinsic
motivation. They tend to seek out information on their own to make informed choices.
People who have a controlled orientation tend to do things because they think they

should. Interestingly, five parents seem to demonstrate an autonomy orientation. The

children of those parents whose narratives reflect an autonomy orientation use their
cochlear implant devices either full time or intermittently. The children of parents whose

narratives seem to align with characteristics of a controlled orientation, do not use the
cochlear implant at all. Table 4 shows the causality orientation that was narrated by each

parent, and the consistency of children’s cochlear implant use.
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Table 4

Parents’ Narrated Causality Orientation and Consistency of the Child’s Cochlear
Implant Use

Parent
Pseudonym

Causality
Orientation

Cochlear
Implant Use

Zuri

Autonomous

Full time use

Christy

Autonomous

Full time use

Lindsey

Autonomous

Full time use

Kia

Autonomous

Intermittent use

Carlotta

Autonomous

Intermittent use

Sofia

Controlled

Does not use at
all

Does not use at
all
Table 4 shows the parent participants represented by a pseudonym, the causality
Julienne

Controlled

orientation presented in each narrative, and the consistency of cochlear implant use for
the child(ren).
Cochlear Implant Use within an SDT Continuum

The narratives of the seven parents in this study revealed different patterns of
cochlear implant use. Parents described difficulty remaining motivated to get up every
day and “fight” with their child to get the child to wear the device. Some parents

persisted in this fight, while others eventually stopped insisting that the child wear the
cochlear implant. Motivational theories differentiate between intrinsic and extrinsic
motivation. Patrick and Williams (2012) said, “Intrinsic motivation is characterized by
engaging in behaviors for their own sake, while extrinsic motivation is characterized by
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engaging in behaviors for some separable outcome, whether this comes in the form of

tangible rewards, social acceptance, proving something to oneself, or maintaining

consistency between one's values and one's behaviors” (p. 2). Clearly, trying to attach a
cochlear implant to a child is not an activity that has been described as enjoyable.

Connecting a cochlear implant device to a child is similar to taking medication or
engaging in other health maintenance activities. The motivation is likely extrinsic. As

humans, we are socialized to engage in many behaviors that are not intrinsically pleasing
such as completing chores or going to school. Yet we internalize behaviors, activities,

and goals. Ryan and Deci (2017) defined internalization as “the process of taking in

values, beliefs, or behavioral regulations from external sources and transforming them

into one’s own” (p. 182). SDT research has found that the degree to which an
individual’s basic psychological needs are met during these internalization efforts affects
the degree of internalization and the quality of the persistence of any resulting changes in

action.

SDT offers a continuum (Deci & Ryan, 2002) that ranges from non-regulation

(not self-determined) to internalization (self-determined). This continuum describes the
different degrees of internalization that are the basis for regulations that differ in the

perceived locus of causality and the extent to which they are autonomous. A thorough

description of the SDT continuum can be found in the literature review of this study.
This discussion will focus on the four forms of extrinsic motivation that are characterized
by four types of regulation that are positioned between amotivation (having no intention
to act) and intrinsic motivation (autonomous, self-determined behavior). The four types

of extrinsically motivated behaviors are external regulation, introjected regulation,
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regulation through identification, and integration (Ryan & Deci, 2017). The extrinsically

motivated behaviors become more self-determined as one moves across the continuum
from external regulation (less self-determined) to integration (more self-determined).

External regulation is the least autonomous type of extrinsic motivation as it
refers to a person who is motivated to do something for the sole purpose of obtaining a

reward or avoiding a punishment. External regulation may be effective because if the
reward or punishment is strong enough, one is likely to demonstrate the desired behavior.
However, the behavior stops when the reward stops (Ryan & Deci, 2017). If there were
an incentive to participate in an activity, the participation would stop when the incentive

is taken away. This is because the desired behavior has not been internalized. It is
controlled and this control can harm a person’s sense of autonomy (Deci & Ryan, 2002).

There did not appear to be any narratives in this study that revealed external regulation
forms of behavior related to cochlear implant use.
Introjected regulation is next in the internalization process. Introjection refers to a

type of internalizing that occurs when a rule is not truly accepted as your own. It is only
“partially” taken in. Introjection occurs when someone does something because he feels
that he “should” or “must” do something. The regulation is not truly a part of the

integrated self (Deci & Ryan, 2002). A person demonstrating introjected regulation may
do something to avoid feeling shame or guilt. Introjected regulation negatively impacts
internal motivation and is not fully self-determined. People tend to lose intrinsic

motivation for an activity when introjected regulation is in process. Introjection can also
occur when there is ego involvement in which people are motivated to do something to
demonstrate an ability (or avoid failure) to maintain feelings of self-worth (Hagger &
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Chatzisarantis, 2015). Deci and Flaste (1995) said, “To hold a rigid rule that pushes you
around—that declares, demands, and demeans - and to act in accord with that rigid rule
means that the rule has only been introjected, so it does not form the basis for truly
autonomous performance of the activity” (p. 94).

The narratives of Julienne and Sofia seem to demonstrate shades of introjected
regulation. Julienne said that she believed she “should try the cochlear implant” for her

son to give him the best opportunity for success. Sofia said she felt she “ought” to go

ahead with the cochlear implant since the doctor recommended the device. It has been

many years since Julienne’s son, and Sofia’s daughters have worn the cochlear implant

device.
Regulation through identification moves closer to self-determined in terms of

quality of behavior on the SDT continuum. Identification involves an individual
accepting a behavior because it is important to them. The person has endorsed the values

and regulations and will carry out a behavior even if he or she is not being monitored,

simply because it of value to the person. When a parent continues to put the cochlear
implant device on the child, day after day, even after “fighting” with the child as Carlotta
indicated, she has personally endorsed the behavior. Connecting the child to the device is
important to the parent. Identifications are characterized as having greater autonomy and

more of an internal perceived locus of causality.
Finally integrated regulation occurs when identifications “have been evaluated

and brought into congruence with the personally endorsed values, goals, and needs that
are already part of the self” (p. 18). The motivation is still extrinsic because the person is

completing an action to obtain important outcomes, rather than for the enjoyment of the
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activity. Integrated regulation represents “the basis for the most autonomous form of

extrinsic motivation” (Ryan & Deci, 2017, p. 188). When people demonstrate integrated
regulation, they can bring a value-based action that has been externally imposed to a

behavior or activity that is completely volitional. Ryan and Deci (2017) said, “When
achieved, one can experience a more wholehearted endorsement of the behavior or value
and an absence of conflict with other abiding identifications. Integrated internalizations
are thus experiences as fully authentic” (p.188). Five parent narratives seem to align with

identified and integrated forms of regulation. The parents persisted in the daily
challenges of connecting their children to the cochlear implant device. In these five

narratives, the children either wear the device intermittently or full time, during all
waking hours.

Self-Determination Theory may hold promise in helping hearing health care
professionals understand the psychological processes that could influence cochlear
implant use. SDT posits that an autonomy supportive environment will facilitate the
satisfaction of three basic psychological needs. It also suggests that when the needs for

autonomy, competence, and relatedness are satisfied, self-determined forms of

motivational regulation guide behavior. SDT then is a useful framework in
recommending changes to the delivery of service to families of children seeking cochlear
implantation to include fostering an autonomy supportive environment.

Kia’s Counterstory within the Continuum of SDT
Kia’s narrative presented a counterstory. Kia enrolled in sign language courses at

the local community college. She noted an immediate improvement in her ability to

communicate with her son, Elijah by using sign language. The sign language courses led
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her to take a course in Deaf Culture. Kia was surprised to learn about the distinction
between the medical model of deafness and the cultural model of deafness. She was

intrigued that culturally Deaf people do not see themselves as impaired or in need of
medical intervention. She felt that she had been forced to decide upon the cochlear

implant surgery while only being given “half of the story.” Kia said that she did not ever
consider that Elijah could grow up to be a happy Deaf person without the cochlear

implant. Elijah uses his cochlear implant device intermittently. Kia admits that Elijah
has gone for several months at a time without a device when he loses the processor.
Elijah communicates by using speech and sign language.
Kia’s narrative aligns with an autonomy orientation. Ryan and Deci (2017) said,

“When people are high in the autonomy orientation, they tend to use identified and
integrated styles of regulation and to have a high level of intrinsic motivation” (p. 217).
This appears to be consistent with Kia’s narrative. She chose to use both sign language

and oral language as a way for Elijah to communicate. Kia is also helping Elijah to use

his cochlear implant device because it is important to the goals that she has for Elijah’s
overall communication and development. Kia’s choice to learn and use sign language in

addition to facilitating oral language development is a reflection of intrinsic motivation
and autonomous regulation.

Family Dynamics
The final research question explored the possible changes in family relationships
due to a child’s hearing loss or use of the cochlear implant device. Jackson and Turnbull

(2004) suggested that service providers consider a more holistic approach that includes
considering family relationships when attempting to understand the impact of deafness on
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a child. Jackson and Turnbull (2004) remind us that the diagnosis of deafness does not
singularly affect the child, but the entire family. The narratives of the seven participants
related to family relationships gave insight into the experience of raising a child with
cochlear implants.

Each of the participants in this study had more than one child. Three of the
parents in this study have two children with cochlear implants. All of the families have
both children who are hearing and children with hearing loss. The parents talked about

various aspects of family relationships that included descriptions of their parental
relationship, and relationships between the siblings, cousins, and grandparents.

Each mother spoke of her child with hearing loss with love and affection. Zuri
described both daughters as “my biggest blessings.” Christy said that she would not
change a thing about her life. She said that learning to advocate for her children who

have cochlear implants taught her “how to be a better Mom.” The word “beautiful” came

up in almost every parent’s description of her child.
All seven narratives revealed close bonds between the children with the cochlear
implants and their siblings. The relationship between the siblings reflects the perception

of the parent participants. I did not interview the siblings. Zuri, Christy, and Sofia have
two children with cochlear implants. Each parent said that the experience of going

through the decision making process regarding the cochlear implant surgery and schools

was facilitated by prior experience with the older sibling. Christy said that there were

times when her younger children who are hearing would get cranky and demand her
attention while she helped Erin with her homework. Christy explained that life is
sometimes “a juggling act” but everyone is able to get the attention they need. Sofia said
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that she was “happy” that her two daughters have one another. “They sign to each other,

all the time. They are best friends.” Lindsey explained that while Ashley is the only

child that she has who is deaf. She said that Ashley’s therapy would sometimes require a
two-hour drive one way. Lindsey kept Ashley’s brothers entertained with games and

books. Lindsey said that her sons never felt that she was giving Ashley a
disproportionate amount of time and attention. Both of Lindsey’s sons have IEP’s.
Lindsey said, “They know that I would do the exact same thing for them if there was a

need.”

Some parents expressed strained family relationships with extended family. Zuri
for example recalled a situation when her daughter Malia, noticed that a cousin who is
hearing was not sharing attention and conversation with her. He preferred to play with

another cousin who was also hearing. While Malia’s communication skills are advancing
rapidly, she was not able to communicate as effectively as her hearing age-mates at that

time. Zuri said she “ached for Malia.” Christy said that her father-in-law suggested that

she “should not have any more children” due to the diagnosis of deafness. Christy said
he talked about deafness as if it were a disease. Christy’s relationship was forever

changed with her father-in-law after he made that statement.
Julienne noted that Nathan would no longer attend holiday gatherings. This was
because Nathan communicates by using ASL. No one in his family, other than Julienne
knew sign language. Julienne worried about Nathan becoming withdrawn and isolated

due to having few family members who can communicate with him through ASL.

Lindsey said that Ashley’s relationship with her paternal grandmother never fully

developed because the grandmother used “flowery language” that “was difficult for
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Ashley to understand.” Carlotta has not spoken to her mother since she left the
Dominican Republic. Carlotta’s mother urged her to give Mateo up for adoption, or to
“get rid of him.” Carlotta was worried about physical harm to her son when she left her

homeland.

Kia expressed concern for Elijah in trying to “figure out where he fits in” with a
blended family that includes four hearing brothers. Elijah communicates by talking and

signing. His brothers are learning sign language. Elijah’s maternal grandmother does not

use sign language. She said, “I never got the hang of it.” Kia said that Elijah and his
grandmother are “close” even though she does not sign.

Overall, the narratives of the participants seem to paint a picture of beautiful,
diverse, families. The parents shared stories that included occasions when the child who

had a cochlear implant had difficulty communicating with extended family members.
The difficulty communicating interfered with the relationships between the child,

cousins, and grandparents. This coincides with findings in the literature. Gregory (1998)
said that due to the communication problems that are often experienced by children with
hearing loss, there can be issues “relating to the dynamics of communication in the

family” (p. 6). Grandparents can demonstrate positive or negative reactions to deafness

(Gregory, 1998).
1998). When the reaction is negative it may be a reflection of the grandparents’

lack of knowledge about hearing loss. However, for many families who have a child

member of the family with hearing loss and cochlear implants, the grandparents can be an
important resource of support (Gregory, 1998). Both positive and negative reactions
from grandparents were narrated by the participants in this study. Negative reactions

251

from grandparents were experienced by Carlotta and Christy. In contrast, Zuri said that

her mother stepped in time and time again, to take her daughters to medical and therapy

appointments while she was in school. Kia also spoke about her mother who was able to
express love and care to Nathan even though she lacked the ability to use sign language.
According to the parents, the siblings are accepting, nurturing, and supportive of

the child(ren) with cochlear implants. In the families that had more than one child with a

cochlear implant, (Zuri, Sofia, and Christy for example), the children were “close

friends.” The children with cochlear implants also found acceptance demonstrated what
Lindsey described as, “typical brother-sister relationships.” The typical and generally

positive sibling relationships are different from what is found in the literature.
Bat-Chava and Martin (2002) examined the quality of sibling relationships of deaf

children with cochlear implants and their hearing siblings and found the relationships to
be mostly positive with exceptions related to birth order and family size. Of the 15

children with hearing loss and cochlear implants, seven had mixed or negative sibling
relationships. However, the 10 children with hearing loss and cochlear implants who
were older than their hearing siblings reported positive or very positive sibling

relationships (Bat-Chava & Martin, 2002). The authors reported that when the older

child was hearing and the younger child had the cochlear implant, there was a perception

of the younger child being different. In addition, the parents of the older hearing child in
this study reported that there were times when the older child was upset about the amount

of time spent caring for the child with the hearing loss, especially when it came to the
numerous medical and therapy appointments.
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Overall, the differences between this research study compared to the few studies
found on sibling relationships could be attributed to the fact the family is a complex
construct that requires more in-depth investigation. For the families in this study, sibling
relationships were narrated as positive and accepting. All parents reported that cochlear

implant surgery did not change the dynamics surrounding sibling relationships. The

parents described their own relationship with their children in extremely positive

language. The parents narrated stories that reflected joy, hope, support, happiness, and
unconditional love for all of their children.
In sum, the parents in this study did not see a change in family dynamics

involving the immediate family (parent to parent and sibling to sibling). Some
relationships became strained between the child with the cochlear implant and extended
families such as cousins and grandparents. Generally, the difficulty communicating was

identified by the parents as the sources of the problem. Two grandparents in this study

reacted to the child’s hearing loss in such negative ways that the family relationship was

permanently changed. Carlotta’s mother did not want her to keep her child after his
diagnosis of deafness. Christy’s father-in-law suggested that she not have any more

children after her second child was diagnosed with deafness. Overall, the parent
participants in this study narrated stories of love and pride for their children and their
relationships with immediate family members.

Can Satisfaction of Parents’ BPNs Impact the Basic Psychological Needs of the
Child?
This study focused on the basic psychological needs of parents in the medical and
academic environments as they made decisions related to their children who were

diagnosed with deafness. The narratives of the mothers who participated in this study
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indicated that six out of the seven mothers experienced thwarting of their basic
psychological needs. Additionally, five mothers shared narratives that seemed to align

with the autonomy causality orientation. Two mothers seem to present narratives that
align with the controlled causality orientation. SDT has been applied to many areas of

research including parenting (Jungert et al, 2015; Ryan & Deci, 2017; Vanderfaeillie et
al., 2020). SDT offers insight into exploring how the thwarting or satisfaction of parents’

basic psychological needs and perhaps causality orientations may impact parenting style
and the satisfaction of the basic psychological needs of the child, which ultimately

impacts the child’s overall well-being and development.

The research on SDT and parenting points to three dimensions that are important
for healthy development and well being in children. These dimensions of parenting

include providing children with autonomy support, structure, and involvement, which
play a significant role in the satisfaction of the child’s basic psychological needs

(Grolnick & Ryan, 1989; Grolnick & Pomerantz, 2009; Ryan & Deci, 2017). Autonomy
support means that the parent takes the child’s perspectives, offers meaningful choices,

and provides rationales for required or requested behaviors. Parents who are autonomysupportive minimize controlling language and encourage their children when they show

initiative. Autonomy support is not the same thing as being permissive or neglectful. It

incorporates the provision of structure and involvement. When parents provide structure,
they organize the child’s environment “to promote mastery and effectiveness” (Ryan &
Deci, 2017, p. 326). The structure in parenting includes scaffolding to support the child’s

attainment of competence. Children who receive structure from their parents receive rich
feedback that provides information instead of a critique of their performance. The
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provision of structure also includes parents giving clear and consistent guidelines and
setting limits in a way that is not controlling. Structure “provides a set of guidelines and
consequences that allows children to plan behaviour and to anticipate outcomes”

(Vanderfaeillie et al., 2020, p. 2). Without structure, the environment is chaotic and
unpredictable to children. A chaotic environment may cause children to feel ineffective

(Grolnick & Pomerantz, 2009; Ryan & Deci, 2017). Parental involvement includes
devoting time, attention, and resources to the child. Involvement allows the child to feel

“relationally connected and emotionally supported as they face the challenges of

development” (Ryan & Deci, 2017, p. 320). Researchers have suggested that the

parenting dimensions of autonomy-support, structure, and involvement are socializing
dimensions that impact the satisfaction of the basic psychological needs of the child.
Autonomy support enables the satisfaction of the need for autonomy (Ryan & Deci,

2017). Consider the contrast to autonomy-supportive parenting which is controlling

parenting, which is characterized by pressuring the child to think, act, and feel a certain
way (Vanderfaeillie, 2020). Controlling parenting does not allow choice or offer

rationales, which is a threat to autonomy. Structure in a child’s life facilitates the
satisfaction of the need for competence. Finally, parent involvement is associated with

the child feeling satisfaction of the need for competence and relatedness (Ryan & Deci,

2017).
Autonomy supportive parenting has been associated with children who have

positive academic outcomes and greater well-being and psychological health (Ryan &
Deci, 2017). Controlling parenting suppresses autonomy and is related to problem
behaviors as it can be perceived as intrusive and makes use of tactics that include
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shaming, guilt, and withdrawal of love and affection (Grolnick and Pomerantz, 2009).
Parents can facilitate their child’s development by providing autonomy-supportive

parenting which satisfies the child’s basic psychological needs, or they can undermine the

child’s development through controlling parenting that thwarts the attainment of the
child’s basic psychological needs. When the needs for autonomy, competence, and
relatedness are satisfied, people experience a sense of authenticity, personal
effectiveness, and reciprocal care (Dieleman et al., 2018). In contrast frustration of these

needs “manifests in feelings of pressure and obligation (autonomy need frustration),
failure and inferiority (competence need frustration), and social alienation (relatedness

need frustration)” (Dieleman et al., 2018, p. 510).
What Causes Parents to be Controlling
Parents who are autonomy supportive encourage children to solve their own

problems, and can take their children’s perspective. Whereas controlling parents tend to
solve problems for their children, enforce obedience, and take the lead in interactions

(Deci & Ryan, 2002). Several factors may contribute to parents behaving in a controlling
way including the parents’ past experiences (Grolnick & Pomerantz, 2009; Ryan & Deci,

2017), lack of financial resources, and stress (Ryan & Deci, 2017). A controlling parent

may also be associated with internal pressures that parents may experience such as worry
or anxiety. Many parents are impacted by the type of parenting they experienced as

children (Ryan & Deci, 2017). When people experience an autonomy-supportive
childhood, it seems logical that they will probably grow up to be autonomy-supportive
parents. Additionally, when parents are experiencing economic hardship, it may be

difficult to take the time to allow the child to solve problems on their own. Finally, when
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parents are worried about their child’s development due to a diagnosis such as deafness,

it may be difficult to prioritize autonomy supportive parenting behavior.
The satisfaction of the parents’ basic psychological needs and their causality
orientations may also play a role in whether or not parents are autonomy-supportive or

controlling which directly impacts the satisfaction of the child’s BPN. Within the
contexts discussed in this study, there was frustration of the basic psychological needs of

six out of seven parent participants. In addition the basic psychological needs were only

studied as it relates to interactions with the medical and school environments. Five
parent narratives aligned with autonomous causality orientations, while two narratives

seem to align with a controlled causality orientation. Causality orientations are individual
differences that are conceptualized by Deci and Ryan (1985) as “relatively enduring

aspects of people that characterize the source of initiation and regulation, and thus the
degree of self-determination of their behavior” (p. 110). The causality orientations

conceptualize “aspects of personality that are broadly integral to the regulation of

behavior and experience” (Deci & Ryan, 2002, p. 21). A person with an autonomous
causality orientation has goals and intentions that reflect their preferences.
Autonomously oriented people stay focused on their priorities and do not give up on their

goals while dealing with a stressful environment. A person who has a controlled causality

orientation may have “poor access to their actual preferences and generally expect that

others will try to pressure and coerce them” (Deci & Ryan, 2002, p. 314). When there is
stress from the environment, the person who has a controlled causality orientation

produces an external style of regulation in which the person completes a task, not because
they actually want to, but because they think they should. It seems reasonable to suggest
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that people who have autonomous causality orientations may demonstrate autonomy
supportive parenting behaviors, thus satisfying the basic psychological needs of the child.

It may also be possible that people who have controlled causality orientations may
demonstrate controlling parenting behaviors that have been proven to thwart the basic
psychological needs of the child. Vanderfaeillie (2020) said, “BPN satisfaction and

frustration influence parenting. BPN frustration and parenting stress render parents more
vulnerable to engage in controlling parenting. Conversely, trust in organismic

development and BPN satisfaction are associated with parenting high on autonomy
support, structure and involvement” (p. 2). To my knowledge, the SDT literature has not

linked causality orientation to a particular parenting style, and this study did not explore
the satisfaction of the basic psychological needs of the child. However, this makes an

interesting discussion for future research.
Recommendations for Practitioners
Parents pursue cochlear implantation for their children with the hope and

expectation that the cochlear implant will provide access to sound and access to sound
will then facilitate oral speech and language development. Moreover, being able to hear,

listen, and speak, gives the child the tools that are needed to optimize their development
and to reach their full potential in the school setting. When a child does not wear the

cochlear implant, there is no access to sound. The development of oral speech and

language is slow or completely halted. The data from this research study suggested
different patterns of cochlear implant use in children whether or not the parents’ basic
psychological needs were met while interacting with doctors, audiologists, and teachers.

The narratives of five of the seven parents point to an autonomous causality orientation.
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For those five families, the children use the cochlear implant device either full time or
intermittently. However, two parents' narratives align more towards a controlled

causality orientation. In these cases, the children do not use the cochlear implant at all.
Importantly, the data from these narratives show that the children who do not use their

cochlear implants at all are reading significantly below that of their hearing age mates.

While children who use the cochlear implants either intermittently or during all waking

hours are either showing steady improvement in reading skills or are reading at or above
grade level.
The autonomous versus controlled orientation offers a possible explanation for
some of the varied patterns of cochlear implant use. Self-Determination Theory also

suggests that some environments facilitate internalization and integration of medically
recommended regimens, and other environments undermine internalization. Deci and

Ryan (2002) describe traditional treatment environments as “cold and controlling” (p.
238). The researchers go on to say, “if climates support the fulfillment of patients’ or

students’ basic needs for competence, autonomy, and relatedness, those individuals will
be more likely to internalize and integrate the material being presented” (Deci and Ryan,

2002, p. 238).
Self-Determination Theory provides a practical framework that can guide
practitioners and educators in establishing environments or climates that support the
fulfillment of the parents’ basic needs for autonomy, competence, and relatedness. The

recommendations for practitioners represent a prevailing medical perspective due to the
medical implications of cochlear implant use. Deci and Ryan (2002) describe the concept

of autonomy support as “an interpersonal climate in which authority figures such as
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physicians (or teachers) take the perspective of the patients (or students) into account,
provide relevant information and opportunities for choice, and encourage the patients (or
students) to accept more responsibility for their health (or learning) behaviors” (p. 238).
Most of the parent narratives in this research study revealed that parents did not

experience autonomy support from doctors, audiologists, and school personnel involved
with the development of the IEP. The medical and academic team can create an
environment that optimizes motivation and supports the satisfaction of parents’ basic
psychological needs.
Creating Support for Autonomy
To create an autonomy supportive environment, physicians and audiologists

should acknowledge the parents’ perspectives and emotions before making
recommendations. The medical team should attempt to understand the parents’ personal
goals for their children. Williams, Freedman, and Deci (1998) acknowledged that
medical professionals often mistake autonomy support by giving patients the freedom to

make their own medical decisions, without taking advice from the health care providers.
This is not the implication of SDT and autonomy support. An approach based upon SDT

would involve health care providers making a sincere attempt to actively engage patients
and to understand their perspectives and feelings.
Next, to facilitate support for autonomy, the medical team has a responsibility to

give parents information about all options that are currently available for children who
are born deaf, including information about therapy regimens that will follow. Several

parents in this study expressed a “thirst” for more information and understanding about
their child’s hearing loss. Parents should be given information about hearing loss,
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hearing aids, cochlear implants, speech and language therapy, auditory-verbal therapy,
and aural rehabilitation, etc. Parents need to know the benefits and limitations of each of

the treatment options. Deci & Ryan (2002) stated, “The goal of an autonomy-supportive
approach is for patients to come to the point of making a true choice after thoughtfully

considering the relevant options and information” (p. 461).
The information that is given to parents should be presented in language that can
be understood by someone who is not in the medical profession. Professionals should

explain hearing loss, particularly the type of hearing loss the family’s child is
demonstrating. They should provide families with written and digital resources that

explain hearing loss and options.
Physicians and audiologists should also give parents information about Deaf
culture. Several parents mentioned that they found out about Deaf culture on their own,
but would have appreciated someone explaining that “some Deaf people are OK with

being Deaf.”

In providing information about all options, the medical team will create a menu of
possible options for the families that are within the practitioners’ scope of practice. This
will create the possibility for choice, which is key to providing support for autonomy

It is important to acknowledge that when families are dealing with a medical
diagnosis, there may be occasions when a menu of choices is not possible. The medical

team, then, should provide a meaningful rationale when there is no choice. Ryan and
Deci (2017) emphasized that giving a rationale facilitates more autonomous
internalization. Medical professionals should explain to parents that perhaps, their child

has a hearing loss that is so severe that hearing aids will not help. If the parent desires to
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help their child learn to talk as a primary means of communication, then the cochlear
implant is a logical choice. Deci and Ryan (2002) stated, “This autonomy-supportive

practice merely recognizes that it is hard for any individual, adult or child, to volitionally
comply without a good reason to do so” (p. 349). Providing a meaningful rationale even

works in the educational environment. Niemiec and Ryan (2009) found that an
“autonomy supportive rationale explaining the importance of a learning activity

facilitated students’ internalization, which in turn was associated with the students’’
greater effort to learn” (p. 139).

The IEP team members should also provide a rationale for their stated goals.
The team members should understand that the process of supporting the parents’ basic
psychological needs begins with taking their perspective and listening to their concerns.

Parents must be involved in the development of goals for their children. Parents are the
experts on the well-being, personality, abilities, and limitations of their child. Deci &

Flaste (1995) said, “Being autonomy supportive results in optimal goals that people will

commit to because they themselves play an active role in formulating those goals” (p.
153).

Creating an autonomy supportive environment should also include supporting the
parents’ choices and initiatives. Treatment decisions after all, ultimately belong to the
patient. Williams, et al. (1998) said, “Providing information in a way that allows the

patient to consider it meaningfully in making decisions appears to lead to better outcomes

than does giving advice in controlling or authoritarian ways” (p. 1650).

Finally, autonomy can be supported if the cochlear implant team minimized

control and judgment and explored how the use of the cochlear implant relates to
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patients’ aspirations in life. For example, in the smoking cessation study (Williams et al.,

2006), the trained counselors encouraged the participants to consider how the decision to
continue to smoke versus quitting smoking altogether fit with their personal values and

their plans for the future. Similarly, when parents are struggling with using the cochlear

implant, it might help to invite them to consider how the use of the device, or the decision
to abandon the device fits with their aspirations for the future of their child.

Creating Support for Competence
In addition to feeling autonomous, to be successful at internalization requires the
individual to experience confidence and competence (Ryan, Patrick, Deci & Williams,

2008). Related to the consistent use of cochlear implant technology, parents must be

given the appropriate tools and skills to manage the cochlear implant and its parts, and
professionals will need to be supportive when challenges occur. In this research study,
parents were overwhelmed with the equipment and the “suitcase” of accessories that

accompanied the cochlear implant device. Several parents admitted that they are
concerned about technical difficulties in equipment maintenance, and troubleshooting the

cochlear implants. Frustration was expressed by several parents over the complicated

operation of the cochlear implant device. In the school setting, parents expressed a lack of
knowledge about the IEP process. Parents’ feelings of competence can be facilitated by
providing the tools to understand how the cochlear implant works, understanding its
accessories, and understanding the IEP process.

Along with the parents' input, audiologists should develop a plan to improve the
skills needed to manipulate the cochlear implant device. This can be completed at follow

up appointments. Remembering to take the perspective of the parents to foster a sense of
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autonomy, audiologists should acknowledge that the number of accessories is
overwhelming, but reassure parents that in time, they will understand and be able to use
all of the equipment in the “suitcase.” The audiologist should begin by explaining the

parts of the cochlear implant device and indicate what that part contributes to the process
of hearing. Audiologists should work at a level that is consistent with the parent’s ability
but ensure that they know how to troubleshoot the device, change the batteries, and

ensure that it is working properly. Ryan, Patrick, et al., (2008) stated that clients should
not be “over challenged, but rather helped to experience mastery in terms of the health

behavior change that needs to be engaged” (p.3).
Cochlear implant audiologists should organize mini-seminars or training sessions

for parents to review cochlear implant care and maintenance topics. A partnership can be

established with university Speech and Hearing Clinics and the hospital. Our Speech and
Hearing Program already has affiliation agreements with many of the hospitals in the
city. Graduate students in a university setting need clinical hours and can be enlisted to

help in this endeavor. Graduate students can also dedicate more time to facilitating the
parents’ overall feelings of competence as it relates to the use of the cochlear implant

device. This would alleviate the pressure in a medical environment that does not allow
for time for patient training. It would also sensitize students in training towards the views
and needs of the families. Graduate students would be able to assist in building the
parents’ feelings of competence by developing an action plan in collaboration with the

parents, setting goals that are reasonable but also challenging, and outlining the steps
needed to obtain those goals. Parents would engage in hands-on troubleshooting and

using the various accessories of the cochlear implant device.
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Parents can also be informed about the procedure to follow when a cochlear
implant device is damaged or lost. The parents should have immediate access to a loaner

device so that the child has consistent use of the technology. Practitioners also need to be

positive in their attitude that patients can succeed.
In facilitating support for competence, it may help to reframe past failures of the

patients as short successes. This strategy was utilized in a study by Williams et al.
(2008), in which patients were trying to stop smoking. Patient’s failures are steps to

success because it helps the entire team figure out what works and what does not. An
example related to cochlear implant use would be if a child did not want the cochlear
implant on as soon as she wakes up because she knows that the implant will interfere

with getting her hair combed and brushed for school, then set a schedule so that the child
knows that the implant will be placed on her head only after her hair is combed and that it

will stay there for the day.

The school systems can also help in facilitating parents’ feelings of competence.

All parents should have access to an advocate for IEP meetings. One participant in this
study had an advocate who was appointed by her home school district. Two other parents

found advocates on their own who either provided support by suggesting additional
educational/therapeutic goals and accommodations or who attended the IEP meeting with
the parent for much needed support. An advocate can eliminate stress and enhance the

feeling of competence when participating in the child’s IEP meetings.
Teachers can play a role in facilitating parents’ feelings of competence as it

relates to the development of the IEP meeting. Parents seemed to have an overall feeling
of mutual respect for individual teachers but seemed to feel “small” and “unimportant” in
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IEP meetings. Teachers can give parents information about the IEP meeting. Perhaps
there is already written material that explains the IEP process, or YouTube videos that

depict what to expect in an IEP meeting, what each team members’ role entails. All team
members should re-assure parents that they are the most important person on the IEP
team. Parents should be told that they are the experts in the room as it relates to

knowledge about their child. Parents need to be told that their input is needed and
appreciated.

Creating Support for Relatedness
Ryan et al. (2008) used relatedness to refer to the practitioner-patient relationship.

In this paradigm, the patient must feel respected, understood, and cared for. The impact
of relatedness on patients’ openness to information and the likelihood of consistently
following a regimen, such as consistent use of a cochlear implant device is high. Sheldon
and Williams (2003) stated, “Clients who feel more related to the self of the provider are

more likely to internalize the behaviors the provider recommended” (p. 38). Ryan et al.
(2008) emphasize that “a sense of being respected, understood, and cared for is essential
to forming the experiences of connection and trust that allow for internalization to occur”

(p. 3).

LaGuardia (2017) cites Carl Rogers’ (1961) description of unconditional positive

regard as the foundation of client-centered service provision. Unconditional positive
regard acknowledges that clients are doing the best that they can and have taken the first
step in reaching their goals by coming to the clinician or physician for help. Having
positive regard and respect for the parents that we serve means being sincere, kind,
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empathetic, and non-judgmental in our interactions with the family. Practitioners also
need to listen to their clients or patients.

It would also help if practitioners acknowledged how difficult it must be to
consistently use the cochlear implant device and to deal with the daily stress of raising a

child who was born without the ability to hear. A sense of relatedness can be fostered by

reminding parents that adding the cochlear implant in the life of the family is a journey.
There will be times when there are bursts of progress and other times when there appear
to be long periods of stagnation. Provide them with stories about how other parents have

persisted and eventually reached the desired outcomes.
Finally, the parents in this research study expressed feelings of “being alone” and
“isolated.” In one case, the parent said, “My child was the only deaf child in the entire

school” or “my child is the only deaf child in the neighborhood.” Some parents found a
sense of community through the use of social media. Practitioners can use technology to

help alleviate those feelings of aloneness. Parents could be provided with a list of local
support groups for parents who are raising children with hearing loss. One parent
mentioned that all of the support groups were either “on the other side of town, or in

different cities.” The current viral pandemic has shown us that meetings can happen by
using various virtual or digital meeting platforms. Support groups can be established for
parents from different cities. Our Speech and Hearing Program is currently exploring this

option. Parents can also be provided with information about various social media groups
on Facebook, with the caveat that information from social media should be carefully

weighed and/or discussed with their audiologist and/or physician.
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In sum, La Guardia (2017) said, “Ultimately ... support is about meeting the

client where they are and joining them on their journey, providing them guidance and
encouragement along the way, and valuing them for who they are, not simply what they
do or don’t do” (p.40). Practitioners should provide a client-centered approach to

providing services that reflect empathy and caring. La Guardia (2017) pointed out that

while each psychological need has its distinct characteristics, sometimes when

practitioners provide support for one psychological need, it impacts the others as well. If

we, as practitioners can create an environment that supports the parents’ psychological

needs, the parents may feel a sense of relatedness to the service provider. This has the
potential to facilitate autonomous motivation for the parents to continue to work with the

child as he learns to use the cochlear implant device. By supporting the parents ‘basic
psychological needs, the parents will feel competent in the use of the cochlear implant

and will hopefully become autonomously motivated to help their child move toward

consistent use of the device.
Possible Challenges to Implementing Recommendations
The Role of the Environment

Proximal and Pervasive Contexts. Several challenges may arise as the
practitioner attempts to implement strategies to enhance the support of the parents’ basic

psychological needs. SDT explains how social-contextual factors may strengthen or

weaken intrinsic motivation. Ryan and Deci (2017) describe two types of social contexts:
proximal and pervasive. Proximal social contexts include families, schools, and work

organizations, all of which have an impact on a person’s motivation, development, and
well-being. This research primarily focused on proximal social contexts related to
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families, hospitals and schools, and their personnel. However, Ryan and Deci (2017)

said, “Proximal social contexts are themselves embedded within broader or more

encompassing social systems, both formal and informal, which influence need

satisfaction and behavior in myriad ways” (p. 561). Pervasive contexts include cultural
and religious identifications, political structures, and economic systems. Pervasive
contexts can have a direct effect on a person’s behavior and need satisfaction by “actively
regulating or even blocking their activities” (Ryan & Deci, p. 562). Governments, for

example, can create significant barriers to education and economic mobility. These
pervasive contexts present “invisible or implicit values, constraints, and affordances,

which are then reflected in more proximal social conditions and conveyed by socializing
agents from parents and teachers to cultural messengers such as religious leaders,

politicians, and celebrities” (Ryan & Deci, 2017, p. 562). One of the pervasive contexts
that emerged from the parent narratives in this research study included socioeconomic

status.

Pervasive Context - SES. Socioeconomic status is significantly connected to

physical and mental health outcomes. Williams et al. (2016) said, “Socioeconomic status
(SES), whether measured by income, education or occupational status, is among the most

robust determinants of variations in health outcomes in virtually every society throughout
the world” (p. 1). Ryan and Deci (2017) said “Every step down a socioeconomic status

(SES) hierarchy is, in fact predictive of worse outcomes” (p. 607). Ryan and Deci
(2017) point out the indicators of low SES such as lower occupational status, and poorer
education are associated with a “lower sense of control, greater demand, and less choice

in many areas of life” (p. 607). Ryan and Deci (2017) also suggest that people living in
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poverty can lack autonomy and control over outcomes and may have difficulty with
relatedness and may lack need satisfaction every day.
In this research study, Julienne narrated her experience of dealing with her son
Nathan’s diagnosis of deafness. She tearfully described that she was a very young,

African-American, poor, single parent. Julienne said that this period was “the worst time

in my entire life.” With minimal resources, she sought services for Nathan. She juggled
school, low paying jobs, and caring for a child who was Deaf. While Julienne has since
put herself through nursing school, thus improving her SES, she said that for most of
Nathan’s early childhood, they were poor. Julienne struggled to find child care for

Nathan. Because he was Deaf, few daycare centers felt comfortable providing care for
him. As a single, working parent, Julienne often missed medical and therapy

appointments for Nathan. She felt “stressed” because she did not have options and a
“safety net.”

Julienne lost a job once because she called in sick so that she could take Nathan to
an otolaryngology appointment. “It is hard when you are out there all alone,” she said.

Zuri, while struggling financially, received support from her mother, who often stepped
in to take her daughters to the various appointments when Zuri attended her classes at a
local university.

Sofia and her four children were homeless following a fire. Sofia recalled that
time as a “sad time” when she was “just trying to survive.” Sofia is a very positive
person. She added, “But my kids and I are doing fine. We cannot live in sadness. We

have to keep moving ahead.”
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Two other families indicated that they are situated in the “lowest socioeconomic

range” and two additional families indicated that they were in the “low-middle
socioeconomic range.”

Julienne and the four other participants who identified their socioeconomic status
as “lowest” or “low-middle” all said they had “no choice” when it came to selecting a

school for their child with hearing loss. Five of the seven participants have children in
the city’s school district where 100% of the students qualify for free or reduced lunch.

This is in contrast to Lindsey’s narrative. Lindsey reported that her income fell in
the “upper” socio-economic category. Lindsey was able to travel along the east coast in

search of a school for Ashley.

The findings from this study show that socioeconomic status is just one of the

many socio-cultural factors that have the potential to weaken intrinsic motivation. Poor
families often struggle to provide their children with the basic necessities such as

sufficient food and shelter. They also may be having a difficult time making it to follow

up appointments and therapy. Practitioners need to be reminded of the hurdles that many

of their clients and patients face as a direct result of poverty.
Pervasive Context- Implicit Bias. A challenge to implementing some of the

recommendations for practitioners introduced earlier could be related to practitioner bias.
Bronfenbrenner (1977) explained that how children and their parents are treated in

various settings have an impact on developmental outcomes, and referred to practitioners
as “carriers of information and ideology” (p. 515). Ryan and Deci (2017) said that the

implicit values are conveyed by “socializing agents” (p. 562). Practitioner bias has been
linked to poorer health outcomes (Nelson, 2002; Smedley et al., 2003). In addition,
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researchers over the past two decades have provided insight into possible links between
practitioner bias, the quality of care provided to patients, and racial and ethnic health care

disparities. The Institute of Medicine issued a report that concluded that the United States

has a system of healthcare that is unequally based upon race and ethnicity (Nelson, 2002).
Smedley et al. (2003) reported that health disparities have occurred even when patients

had equal access to health care. There were differences noted in the quality of the

treatment given to White patients compared to patients of color, which resulted in poorer

health outcomes for patients of color. Nelson (2002) said, “These differences in health

care occur in the context of broader historic and contemporary social and economic
inequality and persistent racial and ethnic discrimination in many sectors of American
life” (p. 666 - 667).

Chapman (2013) said the mere existence of cultural, racial, and ethnic stereotypes

about different groups of people can impact someone’s behavior and judgment of
individuals from the group to which the stereotypes are assigned. Explicit biases are

freely communicated and are more overt. Chapman et al. (2013) said “implicit bias
occurs without conscious awareness and is frequently at odds with one’s personal beliefs”
(p. 1504). Implicit biases are expressed in subtle ways. A practitioner with implicit

biases against people of color may unconsciously demonstrate negative behavior or poor

communication with a Black or Hispanic patient. Blair et al. (2013) noted that implicit
bias may reduce the patient’s comfort and trust which could “impede the flow of
information, lead to shorter interviews, and reduce the patient’s understanding of and

resolve to follow medical advice” (p.44). Chapman et al. (2013) said “ because the
populations in the United States that experience the greatest health disparities also suffer
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from negative cultural stereotypes, implicit bias among physicians may impact clinical

decision making” (p. 1504).
Several parents in this study did not feel a sense of relatedness during their

interactions with physicians and audiologists. To be fair, this lack of relatedness was

experienced by both Black and White participants. None of the participants in this study
revealed specific instances in which they felt discriminated against. Moreover, racial and
ethnic discrimination was not the focus of this research study, and questions were not
designed to probe for experiences of microaggressions along racial lines. The topic of
practitioner bias is relevant to this discussion because it is positioned in Ryan and Deci’s

depiction of pervasive social contexts. Practitioner bias is also relevant because it can
directly impact the provision of patient-centered care and treating clients with

unconditional positive regard.
If the practitioner has implicit biases against any person the quality of the

treatment may not be optimal. If parents feel that they are experiencing microaggressions
from practitioners, even subtle, they may be more likely to develop a sense of distrust,
and in turn, may not adhere to the practitioners’ recommendations. Since every human

being has implicit biases, the first step to ensuring that the biases do not negatively
impact the quality of care given to patients or clients is acknowledging that they do

indeed exist. From there, the conscious effort can be made to ensure that equal and
excellent treatment or service is given to every client. Professional development

addressing such bias is not the focus of this dissertation but it is an important area for the
medical profession to address.
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Implicit biases also exist in the educational environment (Chin et al., 2020;

Peterson et al., 2016; Quinn, 2017). These biases may have an impact on student

achievement. Peterson et al. (2016) said that part of the ethnic achievement gap may be
attributed to teachers’ expectations.
Implicit bias affects how teachers interact with students. If a teacher holds

negative biases toward a student, they may demonstrate certain behaviors towards that

student during interpersonal communication. For example, the teacher may display less
warmth, use less direct eye contact and may appear to be less friendly. These behavioral
differences are detectable to children as young as six years of age (McKown &

Weinstein, 2003). This behavior can communicate a “lack of interest or confidence in
students, in turn inhibiting the development of relationships conducive to learning” (Chin

et al. 2020, p. 567).
Teacher expectations can also be impacted by implicit bias. Teacher expectations
are “beliefs teachers hold about their students’ academic capabilities and subsequent

levels of achievement (Peterson et al., 2016, p. 123). Teachers’ expectations may be
influenced by the student’s ethnicity, socioeconomic status, gender, and whether or not
the student has a disability (Peterson et al., 2016). Teachers’ expectations also may

impact the types of learning tasks they set for their students. Teachers set high-level

learning tasks when they have high expectations, but low-level tasks when they have low
expectations. Peterson et al. (2016) said, “Because the amount that students learn

depends on the learning opportunities provided by their teacher, differential expectations
exacerbate pre-existing achievement gaps” (p. 124). Peterson et al. (2016) found that

students in their study “benefitted most academically when their teachers’ implicit biases
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favored the ethnic group to which they belonged” (p. 123).
Finally, educators’ implicit biases may contribute to the racial disparities related
to school discipline outcomes. Chin et al. (2020) said that “educators with stronger
implicit biases may be more likely to interpret Black students’ behaviors as threatening”

and therefore dispense more severe forms of discipline that “impact learning and life

outcomes” (p. 567).
Teachers need to be aware of implicit biases that they may have. Once awareness

has been achieved, they can take appropriate steps to prevent those biases from
interfering with communication between themselves and their students and from
influencing their level of expectations for students. Teachers should overtly

communicate that they have high expectations for all students. Teachers could also
benefit from professional development dedicated to the exploration of implicit bias and

its impact on learning and development.
Overarching Concepts
This study sought to explore the experiences of parents who are raising children
who have a cochlear implant. SDT was used as the theoretical framework through which
the parent narratives were analyzed to determine the extent to which the parents’ basic
psychological needs were met in the medical and school environment and to understand

how the satisfaction of the parents’ needs for autonomy, relatedness, and competence

related to the consistent use of the cochlear implant device. Finally, family relationships
were explored to determine if there was a change in family dynamics due to the child’s

diagnosis of hearing loss. The findings from this research study underscore the fact that
the issue of cochlear implant use is complex. Each parent’s experience with decision
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making throughout the cochlear implant journey was unique. The contextual factors and
the parent’s reaction to their environment were also highly individualized. Specific

patterns did not emerge from the data that linked the fulfillment of the parents’ basic
psychological needs to consistent cochlear implant use. However, there were patterns

along the lines of causality orientations. Parents whose narratives aligned with autonomy
causality orientations had children who used the cochlear implant device either full time

or intermittently. Parents whose narratives aligned with controlled causality orientations
had children who did not use the device at all. The parents’ narratives viewed through
the lens of self-determination theory made it clear that there are many areas in which

practitioners contributed to an environment that did not support autonomy, competence,
and relatedness. Overarching concepts from this research study can be grouped under the

following ideas: 1) Cochlear implant use is complex. 2) Parents want to know about
Deaf culture. 3) Parents need more information. 4) Parents need support for the
fulfillment of their basic psychological needs. 5) Parents want an improvement in the

quality of education for their children. 6) Family dynamics are interesting. These

overarching concepts will be discussed in the paragraphs below.
Cochlear Implant Use is Complex

The narratives of the parent participants in this research study revealed varied
patterns of cochlear implant use. Also, the patterns of cochlear implant use varied
regardless of whether or not the parents’ basic psychological needs were met. However,
the causality orientation seemed to be related to cochlear implant use for the families in

this study.
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Full Time Cochlear Implant Use. Two parents, Zuri and Christy presented
narratives that revealed that their needs for autonomy, competence, and relatedness were
not met in the medical and school environment. Each parent has two children with

cochlear implants. All four children wear their cochlear implants full time. Zuri and
Christy said that the only time that the children are without the cochlear implant is when

they are sleeping. The narratives of Zuri and Christy seemed to reveal that they had
autonomous causality orientations.

Another parent, Lindsey seemed to receive support for her basic psychological

needs in the medical and school environment. Her daughter wears the cochlear implant
full time as well. Lindsey’s narrative pointed to an autonomous causality orientation.
Intermittent Cochlear Implant Use. Two parents, Kia and Carlotta have sons

who use their cochlear implant devices intermittently. Kia reported that she felt that her
needs for autonomy, competence, and relatedness were not fulfilled when dealing with

medical practitioners. Kia had mixed feelings about the school environment. When
dealing with individual teachers one-on-one, she felt supported and respected. However,

she felt unimportant when it came to the collective IEP team members. Kia’s narrative
seemed to align with an autonomous causality orientation.
Carlotta’s teenage son also wears his device intermittently. Carlotta’s narrative

points to an autonomous causality orientation as well. Carlotta expressed that her basic
psychological needs were not met in the academic and medical environment. Carlotta

had high praise for the doctors, audiologists, speech-language pathologists, and teachers.
While her narrative reflected that her need for relatedness was met, she did not

demonstrate competence for use of the cochlear implant device and did not feel qualified
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enough to question educators during the IEP. In order to have the satisfaction of one’s

basic psychological needs, all three needs of autonomy, competence, and relatedness
must be fulfilled. It is not enough to have a perceived sense of relatedness without having
autonomy and competence.

Non-use of the Cochlear Implant. The children of two parents, Sofia and

Julienne do not wear the cochlear implant at all. Julienne said that her son, “has not worn
the cochlear implant in years.” The narrative of Sofia appears to indicate that she did not

receive support for autonomy, competence, and relatedness in the medical nor school
environments. Her daughters do not use cochlear implants at all.
Julienne’s narrative revealed that she did not receive support for her basic

psychological needs when interacting with medical practitioners or school personnel.

The common threads between Sofia and Julienne are their narratives seemed to
align with controlled causality orientations, their children are teenagers, and they are the

only parents who have children who do not use the cochlear implant at all.
Sofia and Julienne’s narratives were unique and similar in another aspect as well.
Both parents have children who seemed to “reject the cochlear implant” immediately.

Several other parents mentioned the difficulty in keeping the device on the child, but
Sofia and Julienne seemed to narrate that their children had a more visceral reaction to
the cochlear implant device. Sofia’s said that Natalia “instantly hated the cochlear

implant.” She would “cry and hide the implant.” Julienne’s son, Nathan, would “have
facial twitches, and he would scream and scream until the device was taken off.”
Julienne said that at the activation appointment, she wondered if she had made the correct

decision to have the cochlear implant surgery because Nathan screamed “and carried on
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like he was in pain.” Nathan would also hide his device, and cry whenever Julienne

insisted that he wear the device.
Julienne said that Nathan “gravitated” towards the use of sign language. He

signed fast, and his vocabulary using sign language “exploded.” He could communicate
very well using sign language. Similarly, Sofia said that Natalia seemed to “prefer sign

language.” When she was a young child she would cover her eyes when she did not want
to communicate with someone. Sofia said it was Natalia’s way of saying, “If I cannot see

you, I do not know what you are saying to me.” Sofia shared a poem with me as an
artifact, that Natalia did not write, but has it framed on her dresser. Natalia also posted it

to her Facebook page. A few lines from the poem reads, “I am Deaf. I am not broken! I

am Deaf. I am not a “poor thing!” I am Deaf. I have my own culture! I CAN DO
ANYTHING HEARING PEOPLE CAN DO EXCEPT HEAR!!” There is more to the
poem, but these lines truly capture Natalia and Nathan’s personality. It truly raises the

question of the existence of a Deaf identity. Could some children have a Deaf identity?
Will those children ultimately reject the cochlear implant?
Another interesting perspective is that the three children who do not use the

cochlear implant at all are all teenagers. Their parents reported that they stopped wearing
the cochlear implant as adolescents. This is a turbulent developmental phase for every
person. There could be something unique about adolescence that impacts the

development of a Deaf identity. Another point to consider is to what extent were the basic
psychological needs of the teenager met? According to SDT, perceived controlling

parenting is associated with need frustration among adolescents (Soenens &
Vansteenkiste, 2010). When the basic psychological needs of the teenager are
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consistently thwarted, teenagers may demonstrate defensive and rebellious behavior

(Vansteenkiste et al., 2013). Perhaps parents can use additional support and information
that will provide the tools to provide autonomy supportive parenting.

Overall, cochlear implant use is extremely complex and individualized. It seems
that the parents who presented narratives that align with the characteristics of having an
autonomous causality orientation was able to overcome the environments that were not

supportive of basic psychological needs. The parents whose children use the cochlear

implant either full time or intermittently, seem to have autonomous causality orientations.

Parents in this study whose narratives align with characteristics of a controlled causality

orientation have children who do not use the cochlear implant at all. Some issues could
be related to the rejection of the cochlear implant during adolescence, and possibly a
connection to the pursuit of a Deaf identity. Controlling parenting styles may also

contribute to the degree of rebellion in teenagers. Parents may benefit from support and
information that will assist in providing autonomy supportive parenting strategies. It
seems reasonable that since it is difficult for practitioners to know which parents have
autonomous causality orientations, it is important to create an environment that is

supportive of all parents’ needs for autonomy, competence, and relatedness, and to

provide additional support for parents of teenagers who are deaf.
Parents Want to Know about Deaf Culture

I did not expect Deaf culture to be discussed in the interviews and parent
narratives. This is because when parents decide to pursue cochlear implantation, they
have chosen to provide “hearing” and sound to their children. They have decided to seek
speech-language intervention and try to help their child develop as an individual who
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uses oral language as a primary method of communication. This is counter to Deaf

culture. I was under the assumption that the cochlear implant team discussed Deaf
culture with all potential cochlear implant candidates. Apparently, that was not the case

for some of the parents who brought up the topic of Deaf Culture. Since 95% of children

who are born with severe to profound hearing loss (deafness) are born to hearing parents,
most of those parents want their children to be able to hear and speak. Most of these
parents choose cochlear implants as a vehicle to reach the goal of spoken language. The

medical community views hearing loss as a deficit. It is viewed as a disorder of the
auditory system. There are medical remediations, such as the cochlear implant that can

provide access to sound. Deaf culture takes an opposite perspective regarding hearing
loss. Instead of a deficit, deafness is viewed as one characteristic of a community of

people who form a cultural minority. People who are culturally deaf use American Sign
Language to communicate. Kia said, “I didn’t know that a lot of deaf people like being
deaf and they don’t feel like it’s a problem. And you know, I didn’t hear any of that until

after he was already implanted.” Julienne said, “I wish someone would have told me that

he would be OK, even if he didn’t use the cochlear implant, that he would find friends
and love and live life happy. No one tells you that.”

Lindsey had a comment about Deaf culture as well. She said, “I had to learn, you
know, about Deaf culture. There are people who are in complete disagreement with the
path that you’ve chosen for your child.” She also said, “You have to put all of that out of

your mind and know that you did your best to help your child, with the information you

have, and on your own terms.”
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In sum, parents should learn about Deaf culture from the cochlear implant team.

This is part of providing as much information as possible about hearing loss, deafness,
and cochlear implants so that the parents can make an informed decision about cochlear
implant surgery. Providing families with all of the information they need will allow them
to make an informed decision.
Parents Need More Information

In the same vein of informing parents about Deaf culture, there was a persistent

notion that parents did not receive enough information before, during, and after the

decision to pursue cochlear implants. Parents reported that a consistent lack of
information hampered decision-making process. Parents said that they did not
understand what kind of hearing loss their child had, or the cause of the hearing loss.

Parents described how the physician showed them a diagram of the inside of the human

ear, using medical terms to describe the hearing loss, leaving them lost. Some parents did
not understand what the cochlear implant actually was, or how it was supposed to work to

help their child hear. Parents came home from the hospital after the activation of the
implant, confused by all of the wires and remote controls for the cochlear implants. They
did not understand how much therapy was involved with helping the child learn to listen
and speak following the cochlear implant surgery. One parent commented, “I had no idea

my child would be in therapy for life. Every week, forever.”

In addition to the life-long commitment to various types of therapy related to
improving oral communication, parents of children who receive cochlear implants need

to be made aware of how many appointments are required for successful acclimation of
the cochlear implant. Parents were surprised at the number of appointments that were
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needed before, during, and after their children underwent cochlear implant surgery.

Christy said, “There were so many appointments that my head was spinning.” There are

often appointments for the ear, nose, and throat specialist, frequent mappings, or fine

tuning of the cochlear implant by the cochlear implant audiologist, and sometimes there
are emergency appointments when the device has malfunctioned.

In the school environment, parents needed information to help them to understand
the IEP process and information related to some of the goals that were written for their
children. Parents often felt unqualified to challenge the authority figures on the IEP

team.
It is understood, that in these various environments or systems, that productivity
mandates seeing more patients in a short period of time. However, as noted in the
recommendations for practitioners, other methods can be implemented to provide
information to families. They desperately need more information about every aspect of

hearing, speech and language development, therapy approaches, therapy timelines, etc.
As practitioners, we are simply not providing optimal care for families, if we do not have

time to make sure that the parents understand as much as possible about hearing loss and

how it impacts the child. The job of providing information should continue throughout
our relationship with the family.
Parents Need Supportfor Fulfillment of Basic Psychological Needs

There appear to be several occasions when the medical and school environments
did not support the fulfillment of parents’ needs for autonomy, competence, and

relatedness. This research study sought to identify which experiences facilitate or hinder
continued use of the cochlear implant device. Parents seemed to narrate several examples
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of when their interactions with medical and school personnel were not supportive of their
needs for autonomy competence and relatedness.
Practitioners and teachers sometimes use controlling language. They tell patients

what they “must do,” “need to do,” or “should do” in order to achieve a goal. Using

controlling language can raise feelings of conditional regard by making the patient or
parent feel that they will only be “good parents” if they live up to the practitioners’
expectations (LaGuardia, 2017). According to SDT, if parents put the cochlear implant

on the child because they believe they should based upon what the clinician has said to

them, this behavior aligns with introjected regulation.
Practitioners also undermine choice by forcing parents to make a decision. For

example, an audiologist said, “If you ever want her to talk, you will get the cochlear

implant.” When parents are not given a choice, or provided with a rationale for the
recommended treatment, the parents’ needs for autonomy are thwarted and practitioners
are unwittingly blocking optimal cochlear implant outcomes.

Parents need information and training to support the need for competence.
Parents want and need to know how to use the cochlear implant device, including all of
the accessories. In the school environment, the parents need and want information about
the IEP and what the process entails.
Practitioners need to support parents’ need for relatedness as well. Practitioners

need to be aware of their own biases and work hard to prevent implicit biases from

impacting the quality of service provision. Teachers and practitioners need to develop

unconditional positive regard for the people and families they serve.
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Overall practitioners and teachers are embedded within systems that are not
supportive of parents’ basic psychological needs. This needs to change if we expect

parents to be able to cope with the challenges and complexities of cochlear implant use.

Parents Want an Improved Quality of Education for Their Children with Hearing Loss
It was very difficult to listen to parents talk about the notion that their child with

hearing loss was being “passed along.” Parents provided detailed accounts of reviewing
tests that had been given the grade of “A,” when all of the answers were wrong. Christy

said, “It’s very interesting that they seem to just push them along even if they don't know

subjects like science and social studies . . . She did not even take the social studies test
and she got 100%. I’m like, how is that?! She didn’t know the material!” Parents want

their children to learn, not to simply be passed along from one grade to the next, without

gaining core knowledge that they will need to succeed in life.

All seven parents voiced concerns about the obstacles their children faced in
learning to read. There have been over 40 years of research that has shown that children
who are deaf significantly lag behind their hearing age-mates in reading achievement
(Harris & Beech, 1998; Kyle & Harris, 2010). Several high school students in this study
are reading below a sixth grade level. This is consistent with other findings in the

literature of children who are deaf graduating from high school with reading achievement
around the fourth grade level. This statistic should be unacceptable.

It is time for all of us to work together to find a method to help children who are
deaf, with and without cochlear implants, to master literacy development.

Family Dynamics of Inclusion and Strain
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The narratives of the seven participants in this research study revealed that

family dynamics with extended family such as grandparents and cousins can be less than
optimal due to the child’s hearing loss. For years after a child receives a cochlear
implant, language skills may lag behind hearing age mates. For this reason, cousins may
have a difficult time communicating with the child who has hearing loss. This can cause

hurt feelings in the child with hearing loss. This happened with Zuri’s daughter when she
realized that her cousin was not “playing with her as much as he used to.” Grandparents
may also have a difficult time communicating with the child who has a hearing loss. In

Lindsey’s narrative, Ashley’s grandmother used “flowery language” that Ashley could
not understand. As a result, Ashley did not want to talk to her grandmother, especially

over the telephone. Sometimes, grandparents can be rude. For example, Christy’s father
in-law suggested that she and her husband stop having children together since they
“produced two deaf kids.” He forever changed the relationship between himself and

Christy.
However, the immediate nuclear family in all of the narratives revealed a

supportive, nurturing, loving family environment. From the perception and report of the
parents, the hearing siblings unconditionally love their brothers and sisters. They help
interpret sounds for them, and also assist when there is a communication breakdown. The

mothers are amazing, strong women who have gone through extraordinary measures to

give their children every opportunity to develop to their fullest potential.
To summarize, the overarching concepts of this research study include the notion

that cochlear implant use is complex and can possibly be impacted by several factors

including interactions between the parents and the school and medical community,
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causality orientation of the parent, and other dynamics. A clear pattern did not emerge

that aligned the fulfillment of the parents’ basic psychological needs with the degree of

consistency of cochlear implant use. Some parents did not have their basic psychological
needs met in the medical and/or school environment, yet their children use the cochlear
implant full time. There were also parents whose narrative implied that their needs for

autonomy, competence, and relatedness were met, yet their children do not use the
cochlear implant at all. Parents who narrated experiences that coincide with autonomous
causality orientations have children who use the cochlear implant device either full time

or intermittently. However, the parents whose narratives coincide with controlled
causality orientations, have children who do not use the cochlear implant at all.

Cochlear implant use is further complicated by the concept of the development of

a Deaf identity and adolescence. The children who do not use the cochlear implant at all
seemed to stop using the device in the middle of adolescence around 12 years of age.

The impact of these entities was not the focus of this study, and are not fully understood.
Another overarching concept emerged from the research in the parents' desire to

know more about Deaf culture. Some parents said that they simply did not know that
there were people who were satisfied with their quality of life as Deaf individuals who

communicate by using American Sign Language. Even if parents ultimately decide to

pursue cochlear implantation, it is important to discuss Deaf culture as part of the process
that includes providing more information.
Related to providing more information, parents in this research study expressed

multiple occasions when they felt that the decision making process was hampered due to
insufficient information about hearing loss, cochlear implants, IEP meetings, etc.
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Practitioners and teachers must find a way to incorporate the dissemination of

information to parents.

It was clear in the parent narratives that the medical and school environments did
not always cultivate support for the fulfillment of the parents’ basic psychological needs.

We can do better as a community of health care providers and teachers to foster a more
needs supportive environment for families so that we can work together to optimize the

development of the people we serve.
Parents sometimes feel that the education that their children with hearing loss is
receiving is substandard. There were accounts of children receiving high grades for

assignments that were not completed. These accounts made the parents feel as if the

children were being “passed along” without concern about whether or not academic
benchmarks were met. All of the parents were concerned about the impact of hearing

loss on their children's’ reading ability. This remained a concern even after cochlear
implantation.
Finally, when it comes to extended family with children who have hearing loss,
the relationships can be strained due to the child's’ difficulty with oral communication.

The immediate family, however, with these seven families were filled with unconditional
love and support.

Recommendations for Future Research

This research study revealed that the issues surrounding cochlear implant use in

children are complex and multi-faceted. This study also showed that parents report that
reading achievement continues to be a struggle for children who have hearing loss, even
with the use of cochlear implants in some cases. I believe that further research using self
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determination theory could be expanded to explore whether or not the basic
psychological needs of children and adolescents who wear cochlear implants, were met in

the communication therapy and academic environments. This may provide a deeper
understanding of the reasons that some children use cochlear implants consistently and

others do not use the device at all. It also seems that children who consistently or

intermittently use their cochlear implant devices have better reading abilities than those

who do not use the cochlear implant at all. However, many children who wear the device
consistently still struggle with reading comprehension. More research is needed to

explore alternative reading instruction methods for children who have limited and no

access to sound.

The parents in this study whose children do not use the cochlear implant at all

reported that there was a time around middle school and approaching adolescence when
the child refused to wear the cochlear implant. It is known that adolescence is a

particularly tumultuous period of development as children struggle to fit in with their
peers and to be accepted and liked. The hearing loss and cochlear implant accentuate

differences. Children with cochlear implants spend a great deal of time in therapy with
speech-language pathologists, auditory-verbal therapists, and of course, in school. It

would be interesting to know if clinicians and teachers use principles of self

determination theory by supporting the basic psychological needs of children and
adolescents to encourage autonomous motivation to use the cochlear implant device.

Consistent use of the cochlear implant device is linked with improved reading

achievement compared to children who do not use the device at all. However, parents in
this study and elsewhere (Convertino et al., 2014; Nicholas & Geers, 2007) reported that
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even when the child consistently uses the cochlear implant device there is still a gap in
achievement compared to their hearing age mates. This could be attributed to the fact
that cochlear implants provide access to sound, but does not provide distortion-free

hearing ability. Future research should explore alternative reading intervention strategies
to improve reading achievement in children with hearing loss.

Finally, the research regarding implicit bias has mostly involved physicians and
nurses. It is difficult to find implicit bias research among audiologists and speech

language pathologists. If implicit bias impact affects the quality of services provided to
individuals, then it is important to know where we currently stand as a profession. Such

research could be the impetus for engaged dialogue and further development of cultural
competence as we all continue to strive for excellence in service provision.

Limitations to Research Study
There were several limitations to this study. First, this study used parent

narratives to describe their experiences while making decisions and interacting with
medical professionals, school personnel, and family members. The narratives as told, are
not a complete picture of the lives of these families. The analysis and conclusions were
based upon the stories told by the participants. The narratives may not wholly represent

the participants’ experiences. There may have been omissions related to the actual story

or experience. Memory of events around the original diagnosis and interactions could
have faded over the years, which would affect the interpretation of the told narratives.
Another limitation was that I knew several of the participants. There is a

possibility that the parents provided me with information that they deemed important to
me, rather than a complete depiction of their experiences.
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Finally, a limitation of this study is the fact that I am a novice researcher. My

inexperience was evident during some of the parent interviews. There were times during
the interview process when parents just wanted to tell their story. I can recall one
interview that I left feeling as if I had a lot of data, but not data that directly related to the

research questions. I was consistently fraught with the notion that I had not asked the
right questions, or that I did not do an adequate job of asking the appropriate follow up
questions. I found solace in the fact that I had more than one interview with the parents

because this allowed me to circle back and gain clarity in some areas.

Conclusions/Final Thoughts
As an audiologist, I have an extensive background and knowledge base regarding

hearing loss and cochlear implants. However, after listening to the powerful narratives of
these seven mothers, I feel that I have learned so very much. I feel that there a wealth of

information that I did not know about what parents actually experience as they make

decisions about whether or not to have the cochlear implant surgery, and subsequent
decisions after that related to therapy, communication, and school.
I am inspired by these women who showed such strength and character as they

took bold risks to fight for the future of their children. Two mothers left their home

countries, one under duress to get the medical attention that they felt would give their

children the best chance to hear and grow. Another mother drove all over the eastern part
of the United States, with three children and her husband, to find the best school for her
child who was deaf. There was a single parent who was poor but managed to connect
with a university Speech and Hearing Clinic to give her child additional aural

rehabilitation and speech and language therapy. I was fortunate to talk with two mothers
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who have multiple children, who juggle daily schedules and drive all over town to meet
the needs of their children. Several of these mothers became researchers on their own to

gain information that was not given in their interactions with medical providers. Several
of these parents, consistently volunteer at their children’s schools so that they can be
active participants in their children’s education.
I feel chagrined by the lack of support for autonomy, competence, and relatedness

that these parents have experienced in the medical and school environments. I realize
that I may not have always supported parents’ basic psychological needs in my role as a

clinical audiologist. However, I will always consider the lessons I have learned from this
research study as I interact with parents in the future.

The use of cochlear implants is a complex issue. I find that after this extensive
research study, that I now have more questions than answers. I am excited to become a
better researcher in hopes of finding answers to the questions that this study has stirred in
my soul.
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Appendix A - Questionnaire/ Demographics

QUESTIONNAIRE /DEMOGRAPHICS

Parent: Mother/ Father/ Primary Caregiver _________________(explain:grandparent/
aunt/uncle)

Race and/or Ethnicity: _________________________

Household Income Range: _______$31,000 or less
_______$ 31,000 - $42,000

_______$ 42,000 - $126,000
$ 126,000 - $188,00
_______$ 188,000 and above

Residential Zip Code _______________

Current Age of Child with CI: ___________________

Age of Child at the time of CI Surgery: _______________

Gender of the Child (CI) ___________________

Number and Age of Siblings __________________

Grade in School _____________________

Name of School ____________________
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How many hours each day does your child wear the cochlear implant device? _________
hours

How satisfied are you with the cochlear implant?
Very Satisfied

5

Satisfied

Neutral

4

3

Dissatisfied
2
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Very Dissatisfied

1

Appendix B - Questions for Semi-Structured Interview

INTERVIEW I Parent Perspectives: The diagnosis of deafness and decision to pursue CI
Pre-Diagnosis
1) Could you talk to me about your child? What are his likes? Dislikes? His favorite things to
play....eat....

Tell me about your child’s personality.
2) (If other children) Tell me about his/her siblings. Are they hearing? Do they get along?

3) Could you walk me through the time period when you found out that your child was deaf? Tell
me about it.

4) Can you tell me about someone who was particularly helpful to you at that time?

5) Did you know other parents who had children who were deaf?

6) Describe how the members of your family reacted to the diagnosis?

7) Tell me about the professionals you were meeting with at that time.

What were your interactions like with those professionals?

Who were they? What role did they play?
8) What were the recommendations related to the hearing loss? (i.e. hearing aids/ sign language/
cochlear implants)?
9) What were your feelings about the recommendations?

10) Did you have questions or concerns about the recommendations?
11) How did you make the decision?
12) Who did you talk to? (Family?)
13) Were there pressures upon you to decide one way or another?
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14) Can you talk to me about extended family and how they relate to your child/ his hearing loss?
For example, cousins, grandparents, aunts, uncles.
15) How much does your extended family know about your child’s hearing loss?

Exploring the cochlear implant
16) Tell me about the choices you were given in terms of providing access to sound for your child
other than a cochlear implant.

17) Were you referred to other families who had been through a similar diagnosis who chose the
cochlear implant as an option?

18) What assisted you in making a decision about the cochlear implant?
19) Describe how you felt about the CI team?

20) How did you relate to the surgeon, doctor and CI team?

21) Were you and your significant other in agreement about whether or not to have the surgery?
22) Could you tell me what you were told about the surgery? Where the device would be
implanted, and what to expect from the device?

INTERVIEW 2 Parent Perspectives: Therapy, Academics, Socialization________________
After surgery
1) Could you talk to me about your experience at activation?

How did your child react? How did you react to his first response to sound?

2) Tell me about your relationship with the speech therapist.
3) What can you remember being told about how long your child would be in speech therapy?
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4) Could you describe what your experience was like in terms of daily use of the implant? For
example, was it difficult to get your child to wear the receiver part of the implant?

5) Walk me through a typical day after getting the implant. Getting up in the morning, putting
on the device, going to therapy etc.
6) Tell me about your family relationships involving the cochlear implant. How has it changed
family dynamics?
7) How do other children in the family relate to _____ ?

8) How do you describe the CI to strangers?

9) How do your children describe the device to others?
10) Could you tell me about your joys with the CI?
11) How about frustrations?
12) Can you share with me your thoughts and feelings about the appearance of the device?
13) Were you ever embarrassed about the way the CI looked to others?
Healing and School

14) How many hours each day does your child wear the implant system?

15) Did you ever consider giving up on the use of the device? If you have given up, why?
16) Would you tell me in your own words how the CI works?

17) Does your child’s friends have hearing loss as well?

18) Can you talk to me about how you chose your child’s school, from preschool to where he/she
is now?

19)Tell me about the best teacher your child had. What made him/her special?
20)Tell me about the worse teacher your child had. What made him/her terrible?

21) Does your child communicate by using speech only? Does your child use sign language too?
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22) How is he/she doing in school? What is his/her favorite subject?
23) Is he/she reading at grade level?
24) How is he/she progressing in other areas at school?
25) How does your child’s current teacher(s) describe him/her?
26) Can you describe for me some examples and instances of how you advocate for your child for
the things that he/she needs in school?

27)Please talk to me about the IEP experience at school. What is that like?
28) Have your experiences been different over the years at IEP meetings?

29) Did you make any specific recommendations to the IEP team? What were they? Were they
included in your child’s plan?

30) What are your overall feelings about how you have been able to relate to teachers and other
school personnel?

INTERVIEW 3 Parent Perspectives: Clarification
Interview 3 will be used to clarify information from interviews one and two

I would like to also ask...
If you could sum up your experiences with your child’s diagnosis of deafness and cochlear
implants, what would you say?
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Appendix C - Major Themes, Sub Themes, Definitions, and Exemplars/Examples

Major Themes, Sub Themes, Definition/Meaning, and Examples

Major
Themes

Sub Themes

Definition/
Meaning

Exemplars/ Examples

This theme
emerged as one
that represents
the first of many
decisions that
parents of
children who are
deaf need to
make—whether
or not to follow
through with
cochlear
implantation.

1. Deciding to
have the
Cochlear
Implant
Surgery

No Choice

I Chose the
Cochlear
Implant

Parents were
presented with
the
recommendatio
n of a cochlear
implant as
virtually the only
option.

Kia: “They found his loss was profound to severe.
So they basically said the cochlear implant was
the only option. I don’t feel like I had a choice.”

One parent
clearly stated
that she wanted
the cochlear
implant surgery
for her daughter,
who initially did
not qualify for
the device.

Lindsey: “I saw firsthand the difference a
cochlear implant can make. The [children]
that were implanted at a young age, it was
like they didn’t have a deficit at all. I wanted
that for Ashley too. Ultimately, I chose the
cochlear implant.”
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Zuri:” The cochlear implant was presented more
like a threat than a medical recommendation.
The audiologist said, “If you ever want to hear
her say I love you Mom, then you better get
the cochlear implant.”

Major
Themes

Sub Themes

2. Seeking
information

Definition/
Meaning

Exemplars/ Examples

This theme
relates to the
parents’ search
for information
about the
diagnosis of
hearing loss and
cochlear
implants.

Zuri: “They assume that you know and
that you understand, but that’s not what
it’s really like. Parents need someone to
talk to and answer questions. She had
a sensorineural hearing loss. I felt like they
did not explain that to me.”
Christy: “ I definitely didn’t understand what
they meant the first or even the second time
they tried to explain hearing loss and cochlear
implants to me. At the end of appointments
they always ask if you have any questions, but ...
I didn’t know what to ask. I would just go
home and Google what they said and try to
figure out what they were talking about.”

Julienne: “You don’t know what you don’t
know. You just don’t know what to ask.”

3. The School
Experience

The parent
participants in
this study had
complex, diverse
experiences as
they made
decisions about
the education of
their child(ren)
with hearing
loss.

School Choice

Parents felt
limited in their
range of choices
as they made
decisions about
school for their
child(ren) with
hearing loss.
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Julienne: “When you graduate from
8th grade from Martin Elementary
School, the next stop is John Glenn
High School. You basically have no
choice.”

Zuri: “There was only one school in the
whole district that met my daughters’
needs. It was not my choice, but it
happened to be the only school with

Major
Themes

Sub Themes

Definition/
Meaning

Exemplars/ Examples
special programs for kids with hearing loss.”

Christy: “We had no options in our
residential district. We were told to
move out of the district. That is when
I found Mayview, and it has been good
for Erin and Braxton.”f
Carlotta: “It is the only school for kids with
hearing loss. I like the school, but it is the
only school. This was for elementary
school and high school.”

Sofia: “The girls rode a long way on the
bus to the east side to go to the only
school that had teachers for Deaf kids.”
“Parents feel
small”

This is how one
parent described
her feelings
about the
Individualized
Education Plan
(IEP) process.
Parents narrated
feeling
insignificant,
devalued, and
unqualified to
question the
school experts.

Julienne: “I did not make any
recommendations because these people
are sitting there with all their degrees,
you know, sometimes they made you
feel like you don’t matter and they have
all the answers. I just felt small, just small.”
Christy: “It is just not what a parent of a
hearing impaired child needs to see, another
milestone not achieved. You tried to tell
the teachers that the goals were too
lofty, but they don’t listen. Now here
it is a part of her permanent record,
another failure.”
Carlotta: “I think the teachers are the
experts. I leave everything up to them.
Who am I to tell them what he needs?”

Passing Kids
Along

The school
experience for
the parent
participants
revealed a
consistent
perception that
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Julienne: “He is in the 11th grade. He
is reading at a fourth or fifth grade
level. But he gets good grades. I kinda
feel like they just pass the hearing
impaired kids on, just to get them
out of there.”

Major
Themes

Sub Themes

Definition/
Meaning

Exemplars/ Examples

the children with
hearing loss
were just being
“passed along”
without making
significant gains
in academic
achievement.

Sofia: “They know she cannot hear.
I think they let all the Deaf kids just pass.”

Kia: It was frustrating to help him
with homework “especially if he is
going to pass the tests anyway.”
Carlotta: “His teachers do not bother
him about it [reading] because they
understand. They told me that Mateo
would graduate like everyone else.”
Christy: “It is very interesting that
they seem to just push them along.”

Academic
Progress

This theme
relates to the
parents’
perception of
the knowledge
and skills that
their children are
able to
demonstrate as
a result of their
educational
experiences.

Zuri: “Malia just had this huge
growth in reading comprehension.
She is going into the second grade
reading on a 3rd grade level.” Malia
is also “doing very well in math and
spelling.” Zuri’s daughter Amirah
is also doing very well in school.
As a preschooler, Amirah “already
recognizes the first 100 sight words.”
Christy: “My daughter is reading at
the first grade, almost second grade
level.” She is in the third grade.
“My son is “reading above his first
grade level, and is showing that he
has a talent for math and numbers.”

Lindsey: Ashley is a “successful
college student” who still puts in
a lot of effort to succeed academically.
“She records her lectures, pre-reads
and re-reads class notes, and uses
whatever resources that are available
to help her.”

Sofia: Sofia’s daughter, Isabella
graduated from high school
reading at a third grade level.
Her daughter, Natalia is a high
school sophomore and is currently
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Major
Themes

Sub Themes

Definition/
Meaning

Exemplars/ Examples
reading at a fourth grade level.
Both girls struggle in other academic
subjects as well.
Julienne: Nathan is a high school
senior. He is reading at a “fourth or fifth
grade level.”
Carlotta: Mateo is a high school
junior and reads at the “fourth
grade level.”

Kia: Elijah is in the fifth grade.
Reading is challenging for him.
His reading level is at a first grade level.

So Many
Appointments

All of the parent
participants
expressed the
surprise over the
number of
appointments
that are
associated with
raising a child
who has
cochlear
implants.

Zuri: We saw a psychologist or
behaviorist to see if we were a good
match for a CI. Then we saw the SLP,
audiologist, and a geneticist.
Just as I was letting my guard
down, I realized that this does not
stop with the cochlear implant surgery.
There are therapy appointments and
follow up to CI mappings. You have
to go to the ENT once a year, and just
running around here and there. When
you have two children who are deaf,
they try to schedule the appointments
on the same day, but sometimes
that is not possible, so that means
even more appointments.
Christy: There were so many
appointments that my head was
spinning. Remember that I have two
kids with cochlear implants. They
both get speech therapy in school,
but they see other specialists at the
hospital. My son sees the therapist at
the hospital every other week, my
daughter, every week. And then my
daughter also goes monthly to see
an auditory-verbal therapist.
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Sub Themes

Definition/
Meaning

Exemplars/ Examples
She gets extra therapy in the
summer on a weekly basis.
This is just for therapy related
to the cochlear implant.

There is also follow up appointments
with the ear, nose, and throat
specialists, frequent mappings
of the cochlear implant with the
cochlear implant audiologists, and
sometimes an emergency appointment
with the audiologist when things are
not going quite right.
Experiences
with the
Cochlear
Implant
Device

Benefits from
the use of the
Device

Parents voiced
complex
experiences with
the cochlear
implant device.
Several parents
narrated stories
of joy when they
realized that
their children
were able to
hear sounds and
connect sounds
to meaning.

Kia: “ I am happy that Elijah has
access to sound.”

Carlotta: “It really makes a difference.
When Mateo is wearing the CI, he
can hear much better.”

Lindsey: “I do not think that Ashley
would be planning to graduate from
college if she did not have the implant.
She can hear and speak and communicate
with anyone.”

Christy: “I am grateful for the cochlear
implants..I can’t imagine my kids not
being able to hear us and understand
the sounds in the environment.”

Zuri: “Both of my girls are chatterboxes!
They talk all the time. I love their sweet voices.”
Frustrations
with the
Device

Parents were
exasperated,
frustrated, and
discouraged with
many aspects of
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Zuri: “My frustrations are around
the cochlear implants getting lost.
You are kind of out of luck until
they send you another one.
It could take weeks, and so it can

Major
Themes

Sub Themes

Definition/
Meaning

Exemplars/ Examples

the cochlear
implant. They
expressed
frustration over
the loss of the
instruments,
over the
complexity of
the device, and
in many
attempts to keep
the device on
the child.

be frustrating.”

Kia: “It is frustrating because you
are constantly trying to figure out
where he lost the device. It is a magnet,
so it sticks to everything, swings,
monkey bars, sliding boards.”
Christy: “They send you home with
a lot of equipment. At one time,
since the two of them now have
bilateral cochlear implants, we
had like eight remote controls
and we were not sure what
they all controlled.”

Sofia: “I remember that I had that
bag of stuff ... I had two babies who
had cochlear implant surgery on
the same day. I was really overwhelmed.”
Carlotta: “I had to fight with Mateo
to keep it on. I was very frustrated!”

Julienne: “Nathan just would not
wear the implant! He just refused!
That was really frustrating and defeating.”
Parents’
Feelings
about the
Appearance
of the Device

Parents
expressed
differing
reactions
regarding the
appearance of
the device.

Julienne: “People stared at him.
That hurt because that was my son,
you know. So I started making him
wear a hat. Then I would put the
cord under so no one could see much.”

Zuri: “You would never know unless
I told you that my girls had a cochlear implant.
Sometimes people notice and say,
‘what is that thing you have in her
hair?’ I just tell them, it’s a cochlear
implant and it helps them to hear.”
Lindsey: “Random people” seem to ask
about the cochlear implant, “but that
was never a sticking point for me.”
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Meaning

Exemplars/ Examples
Carlotta: “He is my son. He is beautiful,
yes? It does not matter if he needs a
cochlear implant.”

Consistency
of Cochlear
Implant Use

The parent
narratives
revealed that
there is a
mixture across
the participants
regarding the
use of the
cochlear implant
device.

Zuri: Each child uses the cochlear
implant(s) at least “13 to 14 hours
every day.” Zuri said, “Amirah will
not even wait until I comb her hair
for school. She yells at me, ‘I need
my processor! I need my processor!”
Christy: Erin and Braxton wear their
cochlear implants consistently, all day.
She said, “They wake up at 6:30 in the
morning and they go to bed about 8:30
in the evening. I mean it's wake up
until bedtime.”

Lindsey: It is full time. “A couple of
times, I know she fell asleep with the
processor on, especially since she
began taking college courses.”

Sofia: Her oldest daughter, Isabella,
made an effort to wear the cochlear
implant device when she was young,
but later, she would “beg” her mother
“not to put it on.” Sofia’s younger
daughter, Natalia “never wore the
device” and, in fact “she flat out
refused to wear it.”
Julienne: Nathan almost immediately
rejected the cochlear implant. “The
day they turned it on, he fell out on
the floor and screamed, screamed.
I felt terrible,”
Carlotta: “I fight with him all the time,
especially when he was younger. I was
very frustrated!” Currently, Mateo
intermittently uses his cochlear implant.
Carlotta said, “Sometimes he wears it,
and sometimes he does not wear it.”
She added, “I think sometimes, he
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actually prefers not to wear the
cochlear implant. He says it’s noisy.”

Kia: explained that Elijah has lost
many cochlear implant processors
over the years. He has bilateral
cochlear implants, but very rarely
wears both of them at the same time.
He usually uses one cochlear implant
at a time. Kia said that because Elijah
cannot seem to “keep up with” the
devices, she is skeptical of sending
him out of the house with both
cochlear implant processors.
Family

Dynamics

Each family gave
examples of how
family dynamics
and family
relationships
have been
affected by their
children's
struggle with
communication
and hearing.

Zuri: “The other niece could
communicate very well with
him, so Malia just sort of took
a back seat to her hearing cousin,
even though he loves her dearly.”
Zuri admitted that even though the
children get along, “that incident
still stings.”
Christy: Her father-in-law “advised
us not to have any more children”
since Erin and Braxton were born
with deafness. I never looked
at him quite the same way after that.”

Kia: Discussed the complexities
of a blended family when one child
has a hearing loss.
Elijah is the only one with
a hearing loss. They know nothing
about sign language or deafness.
Elijah is struggling to figure out
where he fits in and I worry about that.”
Julienne: Julienne felt isolated
due to Nathan’s hearing loss.
She said that “no one else in the
family is deaf. Nobody can sign.”
When she asked him to accompany
her to family gatherings, Nathan
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would sign to her, “What's the
point of me going? Nobody can
talk to me. I can't talk to anybody.”
This often resulted in Julienne and
Nathan spending holidays alone,
just the two of them.

Sofia: Sofia did recall one instance
when Natalia told her “people in the
family do not understand sign, so
that’s it. I am not trying to talk to
them anymore.” Sofia sometimes
feels the “pressure of trying to
interpret for the girls all the time.”
She said that she wishes that
“more people learned sign
language,” especially family members.
Lindsey: Lindsey said that it was
particularly difficult for Ashley
to talk to her grandmother
when they lived in two different
states. She said, “Ashley had a
hard time on the phone so it
was really difficult to maintain
any kind of relationship because
they couldn’t communicate on the phone.”
Carlotta: Carlotta’s mother wanted
her to abandon Mateo since there
were limited options in the
Dominican Republic for people
who had children with disabilities.
Carlotta said, “My mother told
me to give Mateo away.”
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